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ABSTRACT 
The study assessed the feasibility and acceptability of sociodemographic data collection in one 
western Canadian urban centre. It also explored local facilitators and barriers to implementation 
in order to gain insight about how to support change and foster adoption of similar equity 
interventions across health regions in the province of Saskatchewan.  
A multiple case study was used to evaluate the process of implementation of sociodemographic 
data collection across three acute and ambulatory care sites. The study draws on multiple 
qualitative and quantitative methods including individual and group interviews, chart reviews 
and surveys to understand the diverse participant perspectives and experiences.  Cases were 
studied sequentially. Within cases an integrated approach to data collection and analysis was 
applied. Cross case synthesis was done to identify similarities and differences across health 
contexts. 
Analysis revealed that it was feasible to collect selected sociodemographic information although 
there was a gradient of comfort depending on the question and context in which it was asked. 
High item non responses were observed for questions related to annual household income and 
year of arrival to Canada. Perceived importance of sociodemographic data collection varied by 
participant characteristics including age, race/ethnicity and gender identity. Patient participants 
who felt that data collection was important appreciated how it could be used to improve care, 
trusted institutional motives for collection and had positive experiences with the health care 
system. Common reasons for reservations about data collection included perceptions that it was 
inappropriate to ask or irrelevant to the provision of care, and concerns about the potential for 
misuse of the information. Preferences for mode of administration of questions varied depending 
on the participant characteristics. Structural, organizational, provider and patient factors 
influenced implementation across sites. 
There is growing interest in upstream approaches to the delivery of care. The study demonstrated 
feasibility and acceptability for sociodemographic data collection, however more work is needed 
to support wider implementation of some determinants across local health care settings. 
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GLOSSARY 
Cultural safety Within an Indigenous context means that the 
educator/practitioner/professional whether Indigenous or not can 
communicate competently with a patient in that patient’s social, 
political, linguistic, economic and spiritual realm. It moves 
beyond cultural sensitivity and extends to analysing power 
imbalances, institutional discrimination, colonization and colonial 
relations as they apply to health care. (1) 
 
Health disparities A particular type of health difference that is closely linked with 
economic, social or environmental disadvantage. Health 
disparities adversely affect groups of people who have 
systematically experienced greater social or economic obstacles 
to health based on their racial or ethnic group, religion, 
socioeconomic status, gender, age or mental health, cognitive, 
sensory or physical disability, sexual orientation, geographic 
location or other characteristics historically linked to 
discrimination or exclusion. (2) 
 
Health equity This is said to exist when all people have the opportunity to attain 
their full health potential and no one is disadvantaged from 
achieving this potential because of their social position or other 
socially determined circumstances. (3) 
 
Health inequalities Differences in health status or distribution of health determinants 
between different population groups. (2) 
 
Health inequities Differences in health outcomes between population groups that 
are systematic, avoidable and unjust. (3) 
 
Intervention A set of actions with a coherent objective to bring about change 
or produce identifiable outcomes. These actions may include 
policy, regulatory initiatives, single strategy projects or 
multicomponent programs.(4) 
 
Patient centred care Is about providing respectful, compassionate, culturally 
responsive care that meets the needs, values, cultural 
backgrounds, beliefs and preferences of patients and their family 
members in diverse backgrounds by working collaboratively with 
them.(5) 
Social determinants of 
health 
The conditions in which people are born, grow, live, work and 
age. These circumstances are shaped by the distribution of 
money, power and resources at global, national and local 
levels.(6) 
 xiv 
 
 
Social stratification A system in which a society ranks categories of people in a 
hierarchy according to economic class, social status and political 
power. (7) 
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CHAPTER ONE 
 
GENERAL INTRODUCTION 
1.0 Introduction 
This chapter introduces the topic of social determinants of health and presents a context for 
understanding its significance in the delivery of health care.  Following a description of the 
research problem and definition of objectives, the author explains how the study responds to the 
knowledge gap. It concludes with a roadmap of subsequent chapters that explore in detail 
important facets of the research. 
The association between socioeconomic factors and health outcomes is well established in 
the extant literature. The evidence suggests that the social gradient in health is a manifestation of 
the circumstances in which people are ‘born, grow, live, work and age’.(6) While there are 
several theoretical expositions (8–11) of the social production of health and disease, views 
generally converge that social stratification maintains social hierarchies that produce differential 
exposures and vulnerabilities to health damaging conditions and result in unequal consequences 
of illness for more or less advantaged groups. (12) Based on this interpretation of an underlying 
social mechanism, policy frameworks have identified various approaches to tackling social 
determinants. These strategies range from social and macroeconomic policies directed at 
structural determinants to approaches that focus on the health care system and its role in 
mitigating the unequal consequences of illness across social groups. (12) The standardized 
collection of sociodemographic data is needed in health settings to advance efforts to identify and 
address non-medical determinants at the individual level as well as support more responsive 
community planning. This multiple case study examined the feasibility and acceptability of 
sociodemographic data collection across three diverse urban health care settings in a large health 
region of a western Canadian province. The research also explored the perceived facilitators and 
barriers to implementation of sociodemographic data collection and its integration into care 
delivery. 
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1.1 Statement of the problem 
Despite increasing recognition of the importance of social determinants of health, ‘crucial 
social history details have often not been asked or acted upon during the medical encounter’.(13) 
Historically in Canada, only limited information such as age, sex and residence have been 
systematically collected by health care systems. However, Mikkonen et al. (14) have summarized  
a body of research that has shown that other factors such as ethnicity, language, disability and 
sexual orientation influence outcomes, care experiences and satisfaction. The omission of this 
information excludes important dimensions of the patient’s social context and represents a missed 
opportunity to deliver care that acknowledges and is responsive to patients’ holistic needs. A 
holistic approach addresses social needs alongside medical treatment to support patients to make 
the choices that improve health. 
There is increasing concern that the health care system does not respond effectively to the 
needs of all patients. Escalating health care costs attributable to high service utilization by a 
fraction of patients with complex needs has prompted closer examination of care delivery 
pathways. (15) Often in these complex needs patients, there is a clustering of social determinants 
and vicious cycle of worsening health outcomes that result from the interplay of increased 
vulnerability and decreased opportunity to take measures needed to improve health and well-
being. Efforts to screen for social determinants and address identified needs through responsive 
care and treatment plans have the potential to mitigate those social conditions that are barriers to 
the patient’s achievement of good health. (16) The health care system can facilitate access to 
needed patient supports such as interpreters, education materials that communicate information 
across diverse audiences and referral to social safety net and community programs.  
Given renewed interest in addressing social causes of poor health, the Saskatoon Health 
Region in Saskatchewan, Canada developed an initiative called ‘We Ask Because We Care’ to 
support collection and application of sociodemographic data by local health care organizations.  
The initiative represents a major change in current practice and requires a cultural shift in 
attitudes to data collection in health care settings. It also seeks to improve responsiveness to non-
medical determinants that adversely affect health outcomes.  
The project architects had a broad vision that included standardized sociodemographic data 
collection and its application in the delivery of care. Although the ideal project site would 
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implement the initiative to its full scope including clinical application during the delivery of care, 
it was not practical to impose it as a condition of project participation. Consequently, the project 
team exercised flexibility to adapt to the site’s context and prioritized their information needs 
during implementation. The following objectives were outlined for the initiative:  
a. To develop a tool/instrument to collect patient level sociodemographic information in 
local health settings.  
b. To increase staff capacity for enhanced sociodemographic data collection. 
c. To pilot the tool to screen at least 50% of patients/clients who presented for care at 
project sites during the study period. 
d. To assess the patient/client’s acceptability and experience with sociodemographic 
data collection using the tool developed. 
e. To assess feasibility of clinical application of sociodemographic information in 
patient care and treatment pathways. 
f. To understand the factors that facilitate and hinder implementation of standardized 
sociodemographic data collection in local health care settings. 
This study sought to understand how to collect sociodemographic data in local health care 
settings. There was an emphasis on identifying the perceived facilitators and barriers to 
implementation in order to gain insight about how to support change and foster adoption of 
similar equity interventions across a large health region in the western province of Saskatchewan. 
Multiple sources of data allowed for appreciation of complex interrelated facets that determined 
the activities in a given site. Patient perspectives were captured through interviews as well as 
analysis of the responses collected during administration of the sociodemographic data collection 
tool. Focus group discussions with health service personnel allowed for understanding their 
experiences with implementation. Interviews were conducted with a small number of key 
informants at each site to understand the context of project implementation.  
1.2 Purpose of the study 
The purpose of this multiple case study evaluation was to assess the feasibility and 
acceptability of standardized collection of selected sociodemographic data elements in diverse 
health settings. The research also sought to understand how organizational context shaped 
implementation in each of the project sites. An in-depth understanding of context allows 
researchers and decision makers to identify whether an intervention is a good fit and which 
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factors are critical to address to increase the chance of successful implementation. A variety of 
perspectives were needed to develop a comprehensive account of important aspects of the context 
in each site. Patients, providers and key informants who were knowledgeable and had 
experienced the initiative were interviewed and views were triangulated with available 
documentary evidence. 
1.3 Research questions 
This formative evaluation examined the feasibility and acceptability of collecting selected 
sociodemographic information in three urban health care settings in a large health region in 
Saskatchewan. The study also assessed the perceived facilitators and barriers to implementation 
of data collection and its application to improve the quality of care. Research questions focused 
on the implementation process and understanding the ideal conditions for standardized 
sociodemographic data collection from multiple perspectives. The following questions were 
addressed: 
1 How feasible and acceptable is standardized sociodemographic data collection in 
health care settings in Saskatoon? 
(a) How did implementation proceed across the various settings? 
(i)   To what extent was the initiative implemented as designed? 
(ii)  How well did training activities prepare staff for project implementation? 
(iii) How can the implementation process be improved from the perspective of  
       various participants? 
(b) How did participants respond to sociodemographic data collection? 
(i)   What were the response rates for the various sociodemographic questions? 
(ii)  How did item response rates vary by any characteristics (e.g. site, ethnicity)? 
(iii) How did patients/clients perceive sociodemographic data collection? 
(iv) How did health service personnel perceive sociodemographic data collection? 
2 How did the organizational context influence implementation of the initiative 
across health care organizations? 
(i)  What were the conditions that facilitated or hindered standardized collection of  
      sociodemographic data and its clinical application to improve delivery of care? 
(ii)  How can health care organizations be supported to implement similar equity  
       initiatives in the Saskatoon Health Region? 
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1.4   Significance of the study 
Despite local advocacy for enhanced sociodemographic data collection in clinical settings, 
momentum has been slow. There is limited experience in the Canadian context with 
sociodemographic data collection and its clinical application in care delivery pathways. This 
study is uniquely positioned to contribute to the body of knowledge in a relatively unexplored 
area, advance the local health equity agenda and reorient clinical practice. The novelty of the 
initiative within the health region offered the opportunity to examine organizational contextual 
factors that were important for implementation across three different urban health care settings.  
There is a body of related work across multiple disciplines that focuses on organizational 
behavior, change management and implementation science. While there is some research about 
critical conditions that one should consider, it is not known whether all factors are necessary for 
all interventions. Consequently, there was a need to explore which contextual factors were more 
important and how they actualized during implementation. A better understanding of resistance to 
change/barriers to implementation of sociodemographic data collection was also needed to 
enhance our ability to modify organizational context in order to increase receptivity to new 
initiatives. 
Now that the context and scope for the study have been clarified, chapter 2 will further 
explore the relevant literature to demarcate where knowledge gaps exist. Chapter 3 discusses key 
theoretical and conceptual assumptions related to the research in order to facilitate understanding 
of the initiative. This is followed by a discussion of epistemological and methodological 
considerations that underpin the study in chapter four. Chapter 5 describes the results of the study 
while interpretations are explored in the sixth chapter. The study concludes with implications for 
future research and recommendations to advance local work. 
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CHAPTER 2 
LITERATURE REVIEW 
2.0    Introduction 
The overwhelming global evidence of health disparities and concerns about social injustice 
establish social determinants of health as an important area for scholarly inquiry. This chapter 
presents a literature review of key advances in the collection and application of sociodemographic 
data in health care settings. It begins with an account of the main historical international and 
national developments that anchor this research. This is followed by a description of 
tools/instruments that have been developed to collect sociodemographic data in health care 
settings in Canada and selected developed countries. In order to support sites interested in clinical 
application of sociodemographic information, research related to clinical interventions to address 
social determinants has also been examined. The feasibility and acceptability of 
sociodemographic data collection was likely to be related to the presence of enabling factors as 
well as barriers in a given site. Consequently, we sought to understand and anticipate facilitators 
and barriers to implementation of sociodemographic data collection by reviewing the literature 
related to factors affecting implementation of similar projects.  Finally, the chapter concludes 
with a critical reflection of the extant literature that summarizes trends, gaps and offers insights 
for future directions. 
The general approach to identifying relevant studies focussed on a search of the academic 
and grey literature. Although the various sections are related, it was more efficient to develop 
search strategies for each main area. The background historical narrative pertaining to global 
health equity developments was informed by general content knowledge acquired through 
seminars and readings.  
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 With regard to literature pertaining to clinical screening tools and targeted approaches, 
peer reviewed publications were searched in selected electronic databases including PubMed, 
MEDLINE, Cumulative Index to Nursing and Allied Health Literature (CINAHL) and Scopus. 
All searches were conducted using the OVID interface. Google scholar was used to search the 
web based literature to identify additional articles of relevance such as dissertations, reports and 
conference presentations. The reference lists of all included papers were examined for additional 
articles not discovered through the primary search. 
Specific terms used for searches were derived from the subject headings in MeSH list, free 
text and review studies related to the specific subject(s). Search strategies were built in 
MEDLINE and adapted for different databases. Searches were limited to papers published in the 
English language during the period 2006 to 2016. This ensured that the most recent evidence was 
considered in a rapidly evolving field. There was no restriction on type of study designs 
considered. Both empirical research and reviews were included in order to cover the breadth of 
the subject. The methodological quality of studies was not systematically evaluated although 
there was an effort to comment on the predominant designs, methods used and their inherent 
limitations. 
Studies were screened initially using titles and abstracts. All articles that were potentially 
relevant were subjected to a detailed assessment of the full text. Studies selected were required to 
meet the following inclusion criteria: 1) described a tool/instrument/indicators related to one or 
more social determinants of health or 2) explicitly referenced an intervention based on a social 
determinant of health that was applied in a clinical setting; and 3) conducted in Canada, USA, 
Western Europe, Australia or New Zealand.  The following exclusion criteria were applied to the 
search results: 1) the article was an opinion, editorial or audit; 2) employed only qualitative 
methods. The heterogeneity of interventions, study designs and outcomes precluded quantitative 
synthesis. A qualitative approach with narrative synthesis of the evidence has been presented. 
2.1    Global action to achieve health equity 
There has been growing global interest in health equity fuelled by ethical and moral 
concerns about social inequalities in health within and between countries. (17) Over time the 
health equity movement has ebbed and flowed through many re-incarnations. The foundational 
definition of health enshrined by the WHO Constitution in 1946 established health as a 
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multidimensional, positive concept that is inextricably linked with social well-being. (18) This 
paved the way for global solidarity and recognition of health as an inalienable right in the 
Declaration of Human Rights in 1948. (19) Translation of these early commitments has always 
implied action to address social determinants of health. 
The Lalonde Report (20) is etched in Canadian history and is credited with ushering in a 
new era where the role of other non-medical determinants of health was recognized. It asserted 
that further improvements in health would require attention to environmental risks, behavioural 
risk factors and biology. (20) Some scholars have argued that any revolutionary value of 
decreased emphasis on health care was neutralized by ‘blaming victims’ for unhealthy behaviours 
that were in fact socially conditioned. Nevertheless, this new perspective shifted the traditional 
focus and created opportunities to look upstream of the health care system. In 1978, the Alma Ata 
Declaration (21) called for universal access to primary health care as a strategy for achievement 
of ‘health for all’. While still situating responsibility for health within the health care system, it 
embraced principles of equity, intersectoral collaboration and participation of communities as an 
integral part of social and economic development of communities. (21) 
The Health Promotion movement emerged from the recommendations in the Lalonde 
Report and sought to address lifestyle factors through health education, social marketing, 
community development and healthy public policies. The work of proponents was crystallised in 
the Ottawa Charter for Health Promotion that clearly articulated the prerequisites for health 
including peace, shelter, education, food, income, stable ecosystems, sustainable resources, social 
justice and equity. (22) This global policy positioned health promotion as necessary for achieving 
health goals and championed the view that individuals must be provided with the necessary 
economic and environmental supports in order to achieve health. The strategies recommended by 
the charter also reflected the need to move beyond clinical and curative services and to embrace 
an expanded mandate that considered the broader political, social, economic and physical 
environment. (22) Additionally, although these strategies fostered intersectoral collaboration to 
advance health, they also challenged the health care system to reorient the way that it delivered 
services to refocus on the holistic needs of individuals. 
The Black Report (23), published in the United Kingdom in 1980, was also influential in 
calling attention to the contribution of social conditions to poor population health. The document 
provided compelling evidence of the link between material deprivation, ill health and death. It 
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also concluded that ‘people’s behavior is constrained by structural and environmental factors 
over which they have no control’. (23) The report’s architects made several recommendations to 
tackle health inequalities including setting national health goals. Although the advice was not 
heeded by the incoming Conservative government, it had an impact on policies developed in 
other countries such as Sweden and Ireland. (23) 
Despite the growing interest in prevention, health promotion and population health 
approaches, the expected gains in health did not occur in the 1990s. Some reports such as the 
Acheson Report (24) provided evidence of widening health inequalities between social classes. 
The analysis pointed once more to the role of social factors such as income, employment, 
education, material deprivation and lifestyle in poor health outcomes. The report’s 
recommendations (24) urged that priority be given to improvement in the standard of living for 
poor households and increasing efforts to promote health of families and children particularly 
those who bear a disproportionate burden of ill-health.  Among the actions focused on the health 
care system were calls for more equitable distribution of resources to match need and burden of 
illness, targeted programs to improve access and utilization particularly of preventive health 
services among those underserved and improved capacity to routinely capture information on 
social class that could be used to stratify service statistics and health outcomes. (24) 
During the 21st century, world leaders have renewed their commitment to the pursuit of 
‘Health for All’ through many declarations including the Millennium Declaration (2000) (25), 
Beijing Platform and Declaration for Action (26), UN Declaration on Rights of Indigenous 
Peoples (2007)(27)  and Rio Political Declaration on Social Determinants of Health (2011) (28). 
The unifying thread in these declarations reflects concern for social determinants of health 
although shifting global priorities are evident. This period has also been marked by health care 
reform as countries struggle to meet the challenges of population aging as well as dual epidemics 
posed by communicable and chronic non communicable diseases. (29)   
In 2004, global concern for growing health inequities prompted the establishment of a 
Commission on Social Determinants of Health (6) to review evidence for action to reduce health 
inequities. A foundational component of the Commission’s work was the development of a 
conceptual framework that explicitly linked structural determinants to social conditions of daily 
living and health outcomes. Among the actions proposed to ‘close the gap in a generation’  were: 
1) improvement in the daily conditions of living; 2) tackle the inequitable distribution of power, 
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money and resources (structural drivers of conditions of daily living) and 3) measure and 
understand the impact of action. (6) In consideration of these recommendations, the Rio Political 
Declaration on Social Determinants of Health operationalized actions needed at various levels 
and committed to monitor progress and increase accountability for the global vision. 
The platform for health equity action continues to be guided by the Rio Declaration and the 
preceding evidence informed work of the Commission on Social Determinants of Health. 
Specific reference has been made to establishment of global surveillance systems for health 
equity and social determinants of health and research on effectiveness of interventions to reduce 
health inequities.  There has been progress towards measurement of health inequalities although a 
global surveillance system remains elusive. (30) 
2.2   Health equity agenda in Canada 
Consistent with the global equity agenda, there is growing national support for establishing 
indicators and baselines that can be used to measure progress towards the reduction of health 
inequities. (31) This is a formidable challenge because conventional sources of information on 
socioeconomic determinants are separate and independent of those that contain morbidity and 
mortality data. Much of the work to measure social gradient in health outcomes has relied on 
complex analyses that relate administrative health care utilization databases and survey data 
derived from Census or Community Health Surveys. (32) The latter are often the most available 
sources of information on socioeconomic variables.  A common approach has been to assign 
area-based measures of socioeconomic status and aggregate individual morbidity and mortality 
data for similar geographic areas. While imperfect, as there are assumptions vulnerable to 
ecological fallacy that individual lived experiences are reduced to their community geography, 
such studies (33,34) have been invaluable in advancing the field. Admittedly, there is also limited 
access to individual identifying data that can be linked to outcomes based on confidentiality 
considerations resulting in the continued use of area based measures.  
Population health surveys, such as the Canadian Community Health Survey, offer an 
opportunity to explore higher level analyses of socioeconomic inequalities in health. These 
studies demonstrate the utility of individual level measures of socioeconomic status and advance 
our understanding of its relationship to morbidity, disability and access to health services. 
Despite large sample sizes, population health surveys are not well suited to sub-regional small 
area analyses because of small cell sizes and unreliable estimates for some health indicators. (35) 
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Data collected in these surveys often cannot be used to monitor the impact of quality 
improvement initiatives in health care organizations seeking to reduce health inequalities for 
vulnerable groups that access care in these settings. (35)  This argument supports the adaptation 
of existing information systems to capture data on social determinants that can be applied locally 
as well as at the population level to resolve challenges related to measuring health inequalities. 
In recent times, we have seen the suspension of the long form of the Census (36,37) that 
has been a longstanding repository for researchers to facilitate linkage of sociodemographic data 
to health outcomes. Although it was reinstated, this unprecedented event serves as reminder of 
the uncertainty of the future availability of current sources of comprehensive sociodemographic 
information. This development has also fuelled interest in augmenting the collection of critical 
information on social determinants during medical encounters in health care delivery settings. 
This could be an enduring source for locally relevant information that can also be aggregated at 
the population level and used to measure health inequalities.  
The availability of micro level data on social determinants also has implications for the 
provision of client/patient-centred care. Historically only limited information such as age, sex and 
residence have been systematically captured although research has shown that other factors such 
as ethnicity, immigration status, primary language, disability and sexual orientation influence 
outcomes, care experiences and satisfaction. (14) The omission of this information excludes 
important patient social dimensions and represents a missed opportunity to deliver care that 
acknowledges and is responsive to patients’ holistic needs. 
Patient centered care is a recognised tenet of high quality care and an explicit expectation 
of service delivery in high performing health care organizations. Studies (5,38–41) have shown 
numerous benefits associated with patient centred care approaches including decreased 
emergency return visits and hospital admissions; higher functional status, improved clinical care, 
health outcomes and patient satisfaction. The desire to maintain a patient centred focus and 
increase the capacity to identify and respond to patients’ holistic needs was the primary driver for 
the introduction of an initiative to screen for social determinants. It was proposed that increased 
access to micro level data on social determinants would create opportunities for the clinical care 
team to leverage the information to deliver more patient focused care that better addresses 
complex needs and potentially improves health outcomes. (16) There is a paucity of evidence in 
the Canadian context about how to collect and apply sociodemographic data in clinical settings. 
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Organizational context is likely to influence uptake and process of implementation of this type of 
initiative.  An understanding of critical factors that influence the implementation of 
sociodemographic data collection contributes to the body of knowledge and informs policy 
solutions about how to support health service organizations who want to collect and apply 
sociodemographic data in patient care. 
2.3   Sociodemographic data collection in health care settings in Canada  
Empirical evidence of the feasibility of standardized collection of sociodemographic data 
has mostly been reported from the United States, United Kingdom and Australia. (42)  In these 
countries, data collection elements have almost exclusively been limited to race, ethnicity and 
preferred language and are often backed by a legislative mandate for reporting equal access to 
care for racialized groups. (42) Although there is growing interest in collection of data related to 
sexual orientation and gender identity, it still remains an elusive issue. (43–45) 
There are relatively few published reports with mixed experiences with implementation in 
Canada which suggests that context specific enablers may be important in the introduction of 
standardized sociodemographic data collection in clinical settings. Of the six initiatives that were 
identified, one was implemented in Manitoba (46), four (47–50)  were implemented in the 
province of Ontario and one in British Columbia. The initiative in British Columbia collected 
information about Indigenous self-identity in the interior communities of Thompson Cariboo, 
Okanagan and Kootenay. Efforts to secure additional information about the initiative’s evaluation 
were unsuccessful hence no further elaboration is possible.  Additionally, very limited contextual 
information was available about the CLEAR toolkit (49) and the clinical poverty tool (50). Hence 
these tools have been reviewed in latter sections as part of the general literature. 
The following sections describe three of the projects based on published reports but also 
draw on conversations with key informants including two program managers and a program 
evaluation consultant who were knowledgeable about these programs. This provided critical 
information about potential contextual factors that may have influenced the implementation of 
these projects. 
2.3.1 Language and ethnicity indicators in the Winnipeg Health Region 
A Language Access Initiative (46) began in 2004 as a response to address language barriers 
faced by an increasingly diverse patient population who access services in Winnipeg health 
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facilities. This initiative paved the way for other equity efforts including the introduction of 
language and ethnicity indicators into the health information system. 
The introduction of language and ethnicity indicators (LEI) was serendipitous. The 
development of a new electronic health record offered the opportunity to develop modules to 
accommodate the ethnicity and language indicators. Prior to the introduction of LEI, only one 
hospital was collecting language and ethnicity data and only selected patients were asked the 
questions. With the Language Access Initiative, there was now a compelling reason to ask all 
persons as the appropriate resources were in place to address the barriers.   
A steering committee (46) was formed to advance the project and guide planning and 
implementation. At the outset, a number of pertinent issues were recognized including 
ethical/legal implications, feasibility of collecting the information and whether there would be 
support from front line staff. Three subcommittees were established to address these concerns. 
(46) An ad hoc committee comprised of individuals who were responsible for ethics, privacy and 
legal counsel agreed to act as a resource as needed. The other two committees provided IT 
expertise and included managers and staff in departments that would be responsible for 
implementing the changes. This process ensured that relevant stakeholders were engaged in the 
initiative. 
In the Winnipeg project, there was legitimate uneasiness about collecting ethnicity data at 
the outset. This was related to the fact that the intent was solely to use this for equity research. 
This was in contrast to the language indicator where resources were already available through the 
Language Access Initiative to address any needs identified. There was particular concern that 
providers were not well educated about ethnicity, consequently the propensity to stereotype may 
be greater. 
It was difficult to determine the appropriate categories for the ethnicity indicator. The team 
ultimately used the Statistics Canada classification largely to simplify the coding for analysis. 
These categories were thought to be easily understood and represent the standard way of asking 
about ethnicity within the Canadian context. 
There was careful consideration of the site for data collection. While it may have been ideal 
to include the questions at the point of care where there is a therapeutic relationship, it was more 
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practical to integrate the questions during the registration process. Training was provided for 
registration personnel to ensure a standardised approach to asking the questions. Training 
sessions incorporated didactic presentations, small group discussions and role play scenarios. 
Components of the training emphasized the rationale for asking the questions, how to collect the 
information and respond to patient concerns. The evaluation of the initiative reported more 
positive experiences with the collection of data on preferred language of communication with 
providers while the ethnicity indicator was discontinued after a few months (personal 
communication).  Although a script was developed, there were instances when questions were re-
worded with loss of clarity and intent. There was high acceptance among patients including 
racialized groups to provide the information. Despite high acceptance, some patients registered 
concerns about the legality of asking the questions and others questioned whether screening 
should be universal since ‘the problem’ affected clearly recognized groups. The report concluded 
that while data collection on ethnicity and preferred language was feasible, additional support and 
resources are needed. 
2.3.2 Tri-hospital and Toronto Public Health Equity Data Collection 
In 2009, four ‘equity practitioners’ formed a partnership to advance equity through 
standardized collection of sociodemographic data collection.(47) All partners had experience and 
content expertise in the area of equity. Although there was no external funding at the time the 
project was initiated, the partnership was committed, exercising creativity and mobilizing 
resources to achieve their goal. 
The partners employed an evidence-based approach to identify best practices for who, 
when, where and how the data should be collected.(47) The researchers were particularly 
interested in critical factors for success as well as barriers to standardized sociodemographic data 
collection. They searched the academic and grey literature as well as consulted content experts. 
The selection of sociodemographic questions was rationalised based on relevance, feasibility and 
or reliability in the local context. Over a two year period, there was also extensive consultation 
with local stakeholders to select the final 14 pilot questions. (47) 
The training activities were an important part of the preparation for data collection.(47) 
Targeted audiences for training included senior management in addition to front line staff. It was 
thought that high quality training increased staff confidence and ability to collect 
sociodemographic data. When health service personnel understood the rationale for asking the 
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questions and uses of the data, they were able to respond appropriately when challenged by 
patients who expressed concerns. Training materials were adapted from Scotland’s ‘Happy To 
Ask’ training manual and DVDs. Materials were also developed to assist trainers in the 
facilitation of training sessions. 
In the summer of 2012, the Tri-Hospital and Toronto Public Health (TPH) Health Equity 
Data Collection Research Project (47)  collected data on socioeconomic factors in five sites 
reflecting both in-patient and outpatient hospital settings. The survey was available in paper 
format for the majority of respondents although 25% used a tablet.(47) All responses were self-
reported although the questionnaire was self-administered in some sites or assistance was 
provided by providers or volunteers in other sites. High overall response rates (86.6%) were 
achieved which suggests general acceptability of the methods of administration.(47)  The highest 
non-response rates occurred for the question enquiring about income.  
Feedback obtained during focus group discussions with data collectors suggested that the 
training prepared them adequately for field work. Staff concerns about patient reluctance to 
provide the information were largely unfounded. (47) Although patients asked questions about 
the uses of the data and expressed privacy and confidentiality concerns, the experiences were 
largely positive. Time pressure to complete the questionnaire prior to being seen by providers 
was a challenge however this improved with experience over the duration of the project. (47) The 
results of the study were applied to refine the questions. The number of questions was reduced to 
eight core items and three optional (but recommended) items. The pilot was strategic and timely 
and paved the way for wide scale implementation in Toronto as directed by the Toronto Central 
Local Health Integration Network (TC LHIN). The information has not been applied at the 
individual level to tailor care and treatment although it currently supports program planning and 
understanding the population who access services. 
2.3.3   Pediatric health equity data collection instrument 
Following the encouraging results of the pilot project, TC LHIN mandated hospitals to 
collect sociodemographic data using the standardized tool that had been previously developed. 
The tool had been developed in adult populations and there were concerns about its use in 
pediatric populations. (48) The SickKids Hospital and Holland Bloorview Rehabilitation Hospital 
(48) partnered to develop a pediatric tool. The project was implemented in two diverse sites 
reflecting inpatient and outpatient settings. There were two instruments that were developed – a 
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Youth Health Equity Survey and a Caregiver Health Equity Survey. (48) The latter was 
developed for caregivers of youth under the age of 14 years or older who did not have the 
cognitive capacity to complete the Youth Survey. The tool included sociodemographic questions 
about the primary care giver and four questions about the youth (country of birth, spoken 
language, race/ethnicity and disability). The Youth Equity Survey (48) was completed by youth 
between ages 14 and 18 years. This survey included two questions for the caregiver about the 
income that supported the youth’s household and the remaining sociodemographic questions 
were completed by the youth.  
Similar to the TPH project, a working group (48) was established in April 2013 to guide the 
process of development of the instruments. The process included a search of the literature to 
identify sociodemographic factors related to health inequities in children and established 
instruments that had been used to collect data in pediatric populations. The group also consulted 
with key stakeholders such as patients, family members, providers, senior management, quality 
leaders and privacy officers. (48) The questions were designed to be comparable with those of 
TPH Equity Project, however additional questions about the relationship between the caregiver 
and the child, income supporting the child and highest education of the primary caregiver were 
included. Registration was selected as the most optimal point for data collection. Registration 
personnel were prepared during three hour training sessions that covered health equity concepts 
as well as sociodemographic data collection. Three methods of data collection were tested in the 
project including paper survey, computer survey and verbal interview. Surveys were completed 
anonymously in all sites. Measures were instituted to track number of eligible patients, number 
who were unable to complete a survey in English and the number who decline to participate. 
There was a high compliance rate (81%) for completion of the survey. (48) Although staff 
were apprehensive about data collection during the training, the post implementation assessment 
showed that they were comfortable administering the surveys. Follow up interviews with patients 
and care givers also indicated that they were comfortable and willing to provide 
sociodemographic information. (48) Paper survey administration yielded high participation rates 
in outpatient settings while interview administration generated higher rates in inpatient sites. 
Computer administration yielded low rates in outpatient settings where it was piloted. (48) The 
impact on registration staff workload was minimal with paper or computer administration 
however interview administration added significantly to participant and staff burden. 
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High response rates (>90%) were achieved across items except for year of arrival for 
patients who were not born in Canada and primary caregiver’s education, employment and 
occupation. (48) Questions related to household income, number of persons supported by that 
income and child disability also yielded lower response rates. (48) The final survey did not 
include relationship of caregiver to the patient as available data revealed the majority of patients 
were accompanied to health visits by primary care giver. The proposed question to capture cost 
of care for children with chronic conditions was also excluded as it was felt that it lacked face 
validity. The project advanced the heath equity agenda by developing a tool that considered the 
unique needs of the pediatric population. It is not known how the information has been used and 
specifically whether there are plans to apply the information at the individual level to improve 
quality of care. 
Summary. There were common themes that were evident across the three Canadian 
projects.  All initiatives established coordination structures to guide planning and 
implementation. The composition of committees varied, however there were efforts to consult 
with persons who would be affected and who would be involved with implementing the proposed 
change. Evidence based approaches to selection of sociodemographic questions were employed. 
The identification of a location and data collectors was guided by practical considerations as well 
as best practices from other sites. Training for data collectors was conducted in each project prior 
to implementation of data collection.  
Contextual factors shaped motivation for each project. The Pediatric Equity Project 
occurred as a result of TC LHIN mandate to collect sociodemographic data in all hospitals. In 
Manitoba, the Language Access Initiative created a supportive environment for asking language 
and ethnicity questions during patient care. The Tri-Hospital and TPH Equity Project was driven 
by equity champions whose work was strategic and advanced the region’s equity agenda. Staff 
apprehension about sociodemographic data collection was perceived to be a barrier across all 
sites. It was also assumed that patients/clients would be reluctant to disclose their personal 
information. 
The unique features of each initiative influenced implementation activities. In some 
projects, multiple modes of administration were tested across various sites while in others a 
single method was employed. Provisions were made for translation of the questionnaire in some 
projects. Communication strategies also varied but leaflets and posters were common media for 
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disseminating information to patients. This might be a reflection of resources available to support 
projects.   
Projects were implemented successfully across diverse organizational contexts which 
makes it difficult to identify specific factors that are necessary for any initiative. In these projects, 
clinical application of the sociodemographic data and incorporation into the health record only 
occurred in the Winnipeg project for the language indicator. It is difficult to predict whether 
patients/clients would be comfortable with clinical application across a full complement of 
questions. The provider’s perspective of clinical application would also need to be explored. 
2.4   Tools for sociodemographic data collection in health settings 
This section synthesizes the literature about available tools that screen for social 
determinants. It also describes, how or if, they have been clinically applied to mitigate the impact 
of patients’ adverse social circumstances in an effort to improve health outcomes. There are two 
broad approaches to addressing social determinants in health care settings. There is a nascent but 
growing body of research related to screening tools for social determinants of health that have 
been applied to identify individual social needs and tailor care and treatment during clinical 
practice. A second approach relates to targeted initiatives that have been designed to address the 
needs of specific socially disadvantaged groups usually within the context of a particular disease 
(e.g. diabetes, HIV). The latter initiatives have often been developed to address health disparities 
in these populations. 
The rationale for collection of sociodemographic data includes (16): 1) understanding the 
social needs of patients who access services; 2) identification of health disparities in care 
processes and health outcomes; 3) informing the development of interventions to reduce health 
disparities and 4) tailoring care holistically to address medical and social needs.  In this project, it 
was uncertain at the beginning how pilot sites would use sociodemographic data. In order to plan 
for these varied information needs, the literature was reviewed in three areas relating to 
experiences with implementation of social screening tools and their clinical application, targeted 
clinical interventions to address social determinants and facilitators and barriers to standardized 
collection of sociodemographic information. Table 2-1 provides a summary of the screening tools 
that were identified.
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Table 2-1: Summary of sociodemographic data collection tools 
Author Tool Settings Clinical application Major findings of evaluations 
Bowen et 
al., 2011 
(46) 
Language and 
ethnicity indicators 
 (LEI)  
Two language 
questions and 1 
ethnicity question 
Acute care hospital setting, 
Winnipeg, Manitoba 
Information about limited 
English language proficiency 
was used to address language 
barriers 
Ethnicity indicator used for 
equity measurement only. 
High acceptance of collection of 
information on preferred language 
of communication by patients. 
Ethnicity indicator discontinued. 
DGL 
Consulting 
et al., 2013 
(47) 
Tri-Hospital and TPH 
Health Equity Tool 
8 core and three 
optional questions: 
Preferred language of 
communication 
Place of birth 
Race/ethnicity 
Disability 
Gender 
Sexual orientation 
Annual family 
household income 
Number of persons 
supported by income 
(Optional: Preferred 
language for reading, 
religious affiliation, 
housing) 
Acute and ambulatory care 
settings in Toronto, Ontario 
At the time of reporting, the 
information is being used for 
descriptive purposes to map the 
sociodemographic profile of 
patients who access services at 
particular facilities. 
High overall participation rate 
(86.6% of persons approached 
completed the survey). 
Most persons completed the paper 
format of survey (25% used a 
tablet) 
Generally high item response rates 
(>90%). Highest non-response rates 
for follow up questions to year of 
arrival in Canada (85.5%) and 
number of persons supported by 
family income (84.6%). 
Bloch et 
al., 2013 
(50)  
Clinical Poverty Tool 
Single poverty 
screening question 
Target: Adults 
Primary Care, British 
Columbia, Canada  
Three step approach 
1. Screening question 
2. Adjust risk 
3. Intervene by assessing 
for eligibility for specific 
benefits and connect to 
resources 
The sensitivity (98%)  and 
specificity (40%) of this primary 
screening question have been 
established.(51)  
This single question was best 
predictor of LICO status (OR 32.3, 
95% CI 5.4 – 191.5). 
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Author Tool Setting Clinical application Major evaluation findings 
Pratt et al., 
2015 (52) 
Patient Centred 
Assessment Method 
(PCAM) 
11 items covering 3 
domains including 
health, wellness, 
social environment 
and health literacy 
and communication 
Target: Adults 
Primary care – Wellness 
Clinic, Scotland 
Nurses integrated the 
assessment into the clinical 
encounter. Provisions were 
made to record specific 
actions taken in relation to the 
needs identified. 
1) No differences in patient 
satisfaction or perceived provider 
empathy pre and post intervention. 
2) The pattern of referrals changed 
post intervention with fewer 
medical referrals but an increase in 
psychological, social and lifestyle 
referrals. 
3) Nurses found the tool acceptable 
and applicable to their patients. 
Colvin et 
al., 2015 
(53) 
I-HELP (54) screens 
for unmet needs 
related to: 
Income 
Housing/utilities 
Education 
Legal (Immigration 
status) 
Personal and family 
stability 
Target: Families with 
children 
Hospitals and health 
centres, Boston, USA 
The tool empowers clinicians to 
screen for specific unmet needs. 
Care is delivered in a 
multidisciplinary model with 
legal providers who intervene for 
violation of rights related to 
benefits eligibility, termination or 
denial. Social workers are also 
important members of the health 
care team. 
Pediatric residents who were 
exposed to a multifaceted 
behaviour change intervention 
improved screening and referral for 
I-HELP domains.  
The tool had fair sensitivity (0.63), 
high specificity (0.96) and positive 
predictive values (0.94). 
Manchanda 
Gottlieb, 
2015 (55) 
HealthBegins Tool  
-Education 
-Employment 
-Social connection 
and isolation 
-Immigration 
-Financial strain 
-Housing insecurity 
-Food insecurity 
-Transportation 
-Exposure to violence 
-Stress 
-Physical activity and 
dietary patterns 
 
Target: Adults 
Not specified, USA 
The tool included 
recommendations for intervals 
for screening for each domain, 
scores responses (0 – 2) and 
provides for documentation of 
plans to address identified 
needs. 
 
The authors do not offer 
recommendations about who 
should apply the screening 
tool. 
The authors report that the 
domains were adapted from the 
recommendations issued by the 
Institute of Medicine.  
However no information has 
been provided about 
assessments of the tool in 
practice.   
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Author Tool Settings Clinical application Major evaluation findings 
NHS 
Health 
Scotland, 
2011 (56) 
Happy To Ask, 
Happy To Tell 
offers a resource to 
support 
standardized data 
collection related 
to: 
-Disability 
-Gender 
-Sexual orientation 
-Race/ethnicity 
-Religion 
Target: ?Adults 
Health settings (not 
specified); Scotland, UK 
No particular mode of 
administration is privileged. 
The tool provides guidance on 
standardized questions, how to 
ask the questions and rationale 
for data collection.  
A DVD has been developed in 
addition to trainer and trainee 
manuals. 
There were plans to evaluate the 
toolkit in 2009 however it is 
uncertain whether they were 
carried out. 
Cahill et 
al., 2014 
(57) 
Do Ask, Do Tell 
The instrument 
includes one 
question about 
sexual orientation 
and a two-step 
gender identity and 
birth sex question 
Target: Adults 
4 Community Health 
Centres (USA) 
There was no clinical 
application based on 
participant responses. In the 
majority of sites, research staff 
approached potential 
participants in the waiting area 
and administered the short 
survey. 
1) The majority of participants 
thought that it was important to 
ask about sexual orientation 
(74%) and gender identity 
(82%).   
2) Most found the questions 
easy to understand and included 
response options that allowed 
them to accurately document 
their SOGI. 
3) Sexual minorities were more 
likely than heterosexual 
counterparts to perceive that it 
was important to ask about 
sexual orientation (p=0.007) 
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Berkowitz 
et al., 2016 
(58) 
Health Leads Social 
Needs Screening 
Tool (59) 
includes core and 
optional items 
-Food security 
-Housing instability 
-Utility needs 
-Financial resource 
strain 
-Transportation 
-Exposure to 
violence 
-(Optional: Child 
care, education, 
employment, social 
isolation and 
supports, general 
health and mental 
health behaviors) 
 
Target: Adults 
3 academic primary care 
practices in Boston, USA 
A standardized form was used to 
screen patients for unmet social 
needs. Those who screened 
positive were offered brief 
information or meeting with an 
advocate to obtain resources. 
Participants were followed up to 
see whether intervention with the 
Health Leads Program had an 
effect on blood pressure, 
glycosylated hemoglobin and 
cholesterol. 
Among those who enrolled in 
Health Leads Program (compared 
to those who opted out), there were 
greater improvements in systolic 
and (differential change -2.6 mm 
Hg; 95% CI, -3.5 to -1.7) diastolic 
blood pressure (differential change 
-1.4, 95% CI -1.9 to -0.9) and LDL 
cholesterol (differential change,  
-6.3 mg/dL; 95% CI, -9.7 to -2.8). 
Glycosylated hemoglobin did not 
improve in patients with diabetes 
who were part of the Health Leads 
group (58).  
 
Garg et al., 
2012 (60) 
Target: Families 
Urban hospital based 
pediatric clinic (Baltimore 
MD) 
Integrated care model with 
screening for social needs, 
referral by providers to the 
health desk where patients are 
connected with services 
The model successfully linked 
families to community 
resources. 
At 6 months follow up, 50% of 
those who had used the HL desk 
had accessed at least 1 
community based resource. 
85% of providers who made 
referrals had received an update 
about their patient. 
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Naz et al., 
2016 (61)  
CLEAR Tool Kit 
(49) includes 
discussion aids 
related to: 
-Access to food, 
clean water 
-Stable income 
-Quality housing 
-Child care 
-Education and 
literacy 
-Freedom from 
violence 
-Support from 
families and friends 
 
Target: Adults/Families 
Primary care setting; 
developed for middle and 
low income countries 
The kit advocates four steps: 
1) Treat the acute health 
problem 
2) Ask about underlying 
social problems; 
3) 3) Refer to social 
supports 
4) Advocate for a 
healthier community 
 
-Most participants understood 
the importance of social 
determinants of health and were 
engaged in caring for vulnerable 
persons. However, there were 
gaps in knowledge of how to ask 
and appropriate resources. 
-Health workers who had 
specific ways of asking about 
social challenges reported being 
able to help them address any 
identified needs (93% vs 52.9% 
p=0.003) 
-Most participants found the 
toolkit clear and relevant to their 
work. Almost half (48 %) agreed 
that it would change the way 
they practised. 
Page-
Reeves et 
al., 2016 
(62) 
WellRx 
11 items to assess 
-Food insecurity 
-Housing 
-Utilities 
-Income 
-Employment 
-Transportation 
-Education 
-Substance abuse 
-Childcare 
-Safety 
-Abuse  
Three family medicine 
clinics, 
Albuquerque, New Mexico 
Patients who screened positive 
for social needs were offered 
assistance with connecting to 
appropriate services and 
resources. 
3048 patients were screened 
over 90 day period. 46% 
screened for at least 1 area of 
social need. 
Most of the needs identified 
were not previously recognized 
by clinicians. 
 
Face to face administration by 
medical assistants had higher 
yield than self-administration 
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PEDIATRIC TOOLS 
Gee et al., 
2013 (48) 
Pediatric equity 
tool 
Youth Equity 
Survey  
Place of birth 
Spoken language 
Race/ethnicity 
Disability + 
Caregiver income 
Caregiver equity 
survey 
Income, education, 
employment of 
caregiver 
+questions in youth 
survey 
Acute and ambulatory care 
pediatric settings, Ontario 
Clinical application of 
information unknown 
High compliance rate (81%) 
Lower response rates for 
questions pertaining to year of 
arrival among immigrants, 
caregiver education, 
employment, occupation and 
income 
Garg et al., 
2007 (63) 
WE CARE: 
10 item self-
administered 
screening tool that 
included: 
-Education 
-Employment 
-Homelessness 
-Child care need 
-Smoking, 
substance abuse, 
depression, intimate 
partner violence 
Target: Families of children 
attending well child visits 
Urban hospital-based 
pediatric clinic (Boston, 
USA) 
Pediatric resident physicians 
reviewed the completed 
survey and made referrals to 
address identified needs. 
-The WE CARE intervention 
had a positive impact on 
provider discussion of 
psychosocial issues and referral 
to community resources.  
-It was not burdensome to staff 
and added less than 5 minutes to 
screen for the ten items. 
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Garg et al., 
2016 (64) 
WE CARE: 
10 item self-
administered 
screening tool that 
included: 
-Education 
-Employment 
-Homelessness 
-Child care need 
-Smoking, 
substance abuse, 
depression, intimate 
partner violence 
Target: Families with 
infants < 6 months old 
attending well child care 
visits at 8 urban community 
centres (Boston, MA) 
Mothers in the WE CARE arm 
completed a screening tool 
that was reviewed by 
clinicians. Clinicians were 
provided with a resource book 
that had detachable pages. If 
the patient indicated that she 
needed help with a particular 
need, the appropriate 
information was removed and 
provided from the resource 
book. 
 
Participants at control clinics 
received standard care 
Cluster RCT found that more 
participants in the WE CARE 
intervention arm received ≥1 
referral at the index visit (AOR 
29.6, 95% CI 14.7 -59.6).  
At 12 month follow up, mothers 
in the intervention group were 
more likely to be accessing a 
new resource (aOR 2.1, 95% CI 
1.2 – 3.7) as well as be enrolled 
in employment training (aOR 
44.4, 95% CI 9.8 – 201.4), child 
care program (aOR 6.3, 95%CI 
1.5 -26), receiving fuel 
assistance (aOR 11.9, 95% CI 
1.7-82.9) and lower odds of 
being homeless or in shelter 
(aOR 0.20, 95% CI 0.1-0.9) 
Fleegler et 
al., 2007 
(65) 
Online Advocate 
Computer-based 
questionnaire that 
included 5 
domains: 
-Access to health 
care 
-Housing 
-Food security 
-Income security 
-Intimate partner 
violence 
Target: Parents of children  
2 Urban pediatric child 
wellness clinics (Boston, 
USA) 
 
Research assistants 
approached families in the 
waiting room and invited them 
to participate in the study. 
Participants completed the 
survey using a laptop. 
Participant responses 
generated a unique list of 
agencies that offered services 
to address an identified need. 
1) The majority of families 
(82%) had at least one health 
related social problem. 
2) Screening for health related 
social problems was desirable 
and acceptable (92%) among 
study participants. 
3) Almost two thirds (63%) of 
families who received referrals 
contacted the agency. The 
majority (82%) of families 
reported satisfaction with 
agencies contacted. 
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Hassan et 
al., 2015 
(66) 
Online Advocate 
Computer-based 
questionnaire that 
included 5 domains: 
-Access to health care 
-Housing 
-Food security 
-Income security 
-Intimate partner 
violence 
Target: adolescent/young 
adults attending an urban 
hospital adolescent/young 
adult clinic 
Self-administered web based 
tool that provided feedback 
about health related social 
needs and allowed for patient 
selection of referrals. 
76% of youth who were 
screened had ≥ 1 social need. 
83% of participants were 
reached for follow up. Forty 
percent had contacted a resource 
that they had been referred to 
and 50% had either completely 
or mostly resolved their top 
problem. 
Gottlieb et 
al., 2014 
(67) 
iScreen 
Questionnaire 
included 23 items in 
16 psychosocial 
domains related to: 
-Income 
-Housing stability 
and habitability 
-Household violence 
-Substance use 
-Child care access 
Target: Adult caregivers 
seeking care for a child at a 
pediatric emergency 
department of larger urban 
children’s hospital 
(California, USA) 
Participants were randomized 
to either computerized self-
administration of the 
questionnaire or face to face 
interviews by fully bilingual 
research assistants. 
There was no significant 
differences by mode of 
administration for most items 
however participants in the 
computer based group were 
more likely to report stress 
related to interpersonal violence 
(p=0.03) and substance abuse 
(p=0.05) as well as disclose 
annual household income 
(p=0.02). 
Gottlieb et 
al., 2016 
(68) 
Target: Caregivers of 
children seeking services at 
pediatric primary and 
urgent care clinics in 2 
safety net hospitals 
(California, USA) 
After standardized screening, 
participants either received 
written information on 
resources (control group) or 
in-person assistance to 
navigate services and 
telephone follow up telephone 
calls for further assistance as 
needed. 
Caregivers in the navigator arm 
experienced a reduction in mean 
number of social needs while 
those in the control arm saw an 
increase (p<0.001). Similarly, 
caregivers in the navigator 
intervention arm reported 
improved global child health 
status compared with those in 
the control arm (p<0.001). 
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Keller et 
al., 2008 
(69) 
Medical Legal 
Advocacy Screening 
Questionnaire 
(MASQ) 
Ten items covering 
four domains: 
-Access to services 
-Dignity and safety 
-Housing 
-Financial stability 
Target: Parents of children 
attending 5 pediatric and 
family practices caring for 
children living in poverty 
(Massachusetts, USA) 
Research assistants recruited 
participants in the waiting area 
and administered the survey. 
The responses were discussed 
with the participants who then 
decided whether they would 
accept a referral for legal 
consultation. 
The MASQ was more sensitive 
(0.81) but less specific (0.75) 
than physician judgment 
resulting in a lower PPV (0.35) 
in the population screened.  
The low specificity may 
overestimate need for legal 
services in high risk populations 
or indicate the family is not 
ready to seek legal counsel at the 
time of screening. 
Kleinman 
et al., 2007 
(70) 
Single item about 
hunger 
Target: Caregivers 
attending primary care 
pediatric clinic in MA, 
USA 
Subset of participants who 
agreed to follow up interviews 
were provided with 
information about community 
resources. No specific 
interventions were delivered 
during this pilot project 
Sensitivity for the single item 
screen was 0.83 and specificity 
was 0.80.  Time to time stability 
was 77% and kappa was 0.62.  
Hungry families were more 
likely to be using food 
assistance programs. 
Hager et 
al., 2010 
(71) 
2 item screen 
-Worry about food 
access 
-Adequacy of food 
supplies 
Target: Caregivers of 
children (0-3 years) 
attending 7 urban medical 
centres (Primary care and 
hospital ED settings) in 
USA 
No clinical application. 
The purpose was to develop a 
clinical screen based on the 
Household Food Security 
Scale 
Sensitivity for 2 items screen 
was 0.97 and specificity 0.83. 
Food insecurity was associated 
with increased odds of child 
health fair/poor (aOR 1.56, 
95%CI 1.44-1.68) 
hospitalization during the 
lifetime (aOR 1.17, 95% CI 
1.10-1.24) and developmental 
risk (aOR 1.60, 95%CI 1.42-
1.80). 
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Settings. The literature review identified eighteen tools that were designed to screen for 
social risks/determinants in health care settings.(46–50,52,53,55–57,59,62,63,65,67,69–71)  Most 
of the tools originated in the USA, however two were developed in the United Kingdom (52,56) 
and six in Canada  (46–50). Outpatient settings were the most common sites for implementation 
across tools. Almost half of the tools identified were intended for application in pediatric 
populations with families being the target for intervention. (63,65,67,69–71)   
Comprehensiveness of tools. Although few tools screened comprehensively, most of those 
identified assessed for financial need/income and housing security. (47,49,53,55,62,65,67,69) 
Fewer tools (49,53,59,62) assessed food security, education and access to services (health). There 
were two tools that screened  exclusively for food security (70,71). Only two tools (47,56) asked 
about disability status, race/ethnicity and religion. Screening for gender identity and sexual 
orientation was also uncommon.(47,56,57)  Among the tools intended for pediatric settings, 
several assessed other psychosocial needs such as depression, intimate partner violence, 
smoking/substance abuse, transportation and need for child care services.  
Evaluation of tools. The majority of studies that evaluated screening tools tracked success 
by the number and satisfaction with referrals to social service and other community 
organizations. This is probably related to the relatively short duration of follow up of study 
participants that precluded assessment of health outcomes. However, two studies examined 
different health outcomes such as clinical endpoints (58) and self-reported overall child health 
(68).  Screening characteristics were assessed for five tools that reported high sensitivity and 
variable specificity. (50,53,69–71) Three of the tools had low specificity. (50,53,69) While not 
ideal, an argument can be advanced for casting a wide net in order to rule out the presence of a 
health related social problem than can have costly consequences if unaddressed.  
A few studies described the feasibility and acceptability of screening tools or 
questions.(49,52,57,62,63,67) In these studies, feasibility and acceptability were often not 
explicitly defined, however could be operationalized as determination of whether the 
intervention/project components could be implemented and how it was received by either those 
individuals who delivered or received it. Common measures of feasibility and acceptability 
included social screening response rates as well as perceptions and experiences with 
implementation captured using qualitative methods. The perspectives of providers were assessed 
in four of the six studies. (49,52,62,63) Two studies gauged acceptability only based on patient 
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response rates.(57,67)  Only one study examined the perspective of administrators in order to 
understand institutional factors affecting implementation.(61)  The results of these studies 
suggested that there was support from providers and patients for asking about social 
circumstances in health care settings however it is still likely that variation exists across questions 
and settings since comprehensive screening was uncommon.  
Although these studies pointed to a variety of factors implicated in successful 
implementation, none of these influences were tested empirically. These factors include buy in 
from staff and appropriate training (52,57), identification of resources which could serve as 
sources of referral (52,61–63)  and strong organizational support to facilitate integration of social 
determinants approaches in clinical care. (52,61) One study (61) identified the presence of role 
models as important for supporting residents to ask about social causes of poor health. In a few 
studies (61,63,67), the related issues of time constraints and efficiency of data collection were 
also identified as important considerations in approaches to sociodemographic data collection. In 
general, structural factors and the broader context were relatively neglected.  Based on these 
studies, our understanding remains limited about the factors that facilitate or hinder 
sociodemographic data collection. 
Some social determinants have been relatively neglected in sociodemographic screening 
tools. Hence, more work is needed with respect to comprehensive screening approaches in health 
care settings. The majority of studies described self-administered tools that employed either 
paper-based or electronic formats. In many instances, tools were also available in other 
languages. Mechanisms for connecting patients with resources to address prioritized social needs 
were variable. This may have implications for adaptation of screening in real life settings with 
limited human, technological and other resources. More studies are needed using existing staff 
models to demonstrate how well implementation occurs under pragmatic conditions. Studies 
were mostly conducted in high need outpatient settings (e.g. low income participants, sexual 
minorities) where screening may be more desirable. It is difficult to extrapolate the findings to 
settings with different patient characteristics and or acute care settings.  
Screening and intervention are depicted as static and following discrete algorithmic 
solutions. Few screening approaches emphasized interventions that are possible within the care 
encounter such as friendly and inclusive practice environment, culturally sensitive 
communication and integration of knowledge of social determinants to adjust patient risk, as well 
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as care and treatment strategies.  While it is important to assess uptake and satisfaction with 
referrals for social determinants, it would also be useful to explore the effect on the patient’s care 
experience since screening invites disclosure of more sensitive information and potentially 
requires more rapport and trust. Further the influence of context on implementation as well as 
facilitators and barriers have seldom been critically examined. 
There are many provider barriers to the implementation of screening and surveillance for 
psychosocial issues such as lack of time, training and knowledge of community resources. 
However, there is limited evidence that the challenges can be addressed through innovative 
models that provide benefits for families who struggle with non-medical determinants that impact 
the family’s health. (72) This case study contributes to the existing body of knowledge and 
guides local practice related to implementation of sociodemographic data collection in urban 
health care settings. An evaluation of the feasibility and acceptability of a comprehensive 
sociodemographic data collection tool is the first step to increasing capacity for individual level 
intervention and development of targeted interventions that better address community needs. 
2.5   Targeted clinical approaches to address social determinants of health 
Another approach to social determinants in health care settings incorporates targeted 
interventions for subgroups defined by specific social characteristics. In this project, the vision 
was for clinical application of sociodemographic information in each of the three project sites. 
Consequently, there was a review of the literature to identify interventions to address each social 
determinant explored by the project. This was part of the preparatory work that informed the 
identification of potential clinical interventions that could be considered in the local context. The 
extent to which information was clinically applied was limited to one specialised ambulatory care 
site. As a result, several of the clinical interventions were not applicable. This related review of 
clinical interventions has been presented in Appendix E. 
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2.6 Facilitators and barriers of implementation of sociodemographic data 
collection 
 The previous sections explored social screening tools that have been applied in clinical 
settings as well as the clinical interventions to address social determinants.  This research 
informed the identification of potential sociodemographic questions and selection of practical 
actions that could be employed by health care organizations.  
 A key research objective was to understand the facilitators and barriers to implementation 
of standardized sociodemographic data collection in order to identify appropriate strategies to 
support wider local implementation. The prior review of social screening tools suggested that 
comprehensive screening was underutilized in the studies identified. Further, some factors such 
as race, ethnicity, language, gender identity and sexual orientation had seldom been included.  
This selected group was identified for further exploration as it was possible that data was 
captured by health care organizations but not necessarily for clinical application. A review of the 
relevant literature focussed on the experiences of health care organizations with implementation 
of data collection for these selected determinants. This information helped the project team to 
anticipate challenges and create a supportive and enabling environment in local project sites.  
 There is limited and mixed experience with the implementation of sociodemographic data 
collection in the Canadian context.(46–48) This suggests that context specific enablers are critical 
to success. The systematic collation of studies exploring the barriers and facilitators of 
sociodemographic data collection could contribute to the evidence base and guide 
implementation strategies. To the best of the author’s knowledge, there has not been a systematic 
review of factors affecting implementation of sociodemographic data collection related to race, 
ethnicity, language, gender identity and sexual orientation in health care settings. These factors 
may be perceived as particularly sensitive by both patients and providers and presents an 
opportunity for greater understanding in a relatively underexplored area. This subsection 
identifies, appraises and synthesizes the literature pertaining to facilitators and barriers of 
collection of sociodemographic data related to these selected factors by health care organizations. 
 Criteria for included studies.  There was no restriction on the types of studies included in 
the review although it was anticipated that the majority of studies would employ designs that 
apply qualitative methods such as interviews and focus group discussions. Articles that were 
comments, editorials or opinion pieces were excluded. Articles that only described the 
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development of a standard or provided guidelines for sociodemographic data collection were 
excluded unless they also included empirical information about the stakeholders’ experiences 
with implementation.  
 The review emphasized and reported on the perceptions and experiences of a variety of 
stakeholders including patients or clients, health service personnel, administrators and policy 
makers who were involved with implementation of sociodemographic data collection.  
Geographical settings were restricted to USA, Canada, Europe, Australia and New Zealand to 
maximise relevance of studies to the local context.  
 The term ‘sociodemographic data collection’ was operationalised to refer to capturing 
standardized self-reported patient data related to language proficiency or preferred language of 
communication, race, ethnicity, Indigenous identity, gender identity and sexual orientation in 
health care settings. Additionally, health care setting was defined as any health care organization 
that provides health care services either acute or ambulatory whether public or privately 
administered. Studies based on experiences of health plans with sociodemographic data 
collection were also included as they were seen as extensions of health care settings.  
 Any study in which patient sociodemographic data was obtained through linkage of 
administrative databases to the census or population health surveys was excluded. This was 
consistent with the focus on understanding how to collect sociodemographic data through patient 
self-reports during a health care visit. Only studies in the English language were included. A 
study was included once it satisfied the criteria outlined whether or not factors influencing 
implementation were the main focus or a secondary objective of the study. 
 Search strategy and identification of relevant articles. The search strategy incorporated 
key words, their synonyms and MeSH terms. Searches clustered sociodemographic terms by 
associated groups that experience suggested might occur together. For example, studies might 
explore sociodemographic data collection pertaining to race, ethnicity and language together. 
This search included key words ‘sociodemographic data’ OR data collection (MeSH) AND 
‘ethnicit*’OR ‘race’ OR ‘primary language OR preferred language OR language proficiency OR 
language barrier’. The search strategy for Medline is shown below and illustrates these principles. 
(Table 2-2). The electronic databases searched included PubMed, MEDLINE, CINAHL and 
Scopus. The search was limited to the years from 2000 – 2016 to reflect the evolution of work in 
this field. The search strategy was developed in MEDLINE and adapted for other databases.  
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Table 2-2: Search strategy for MEDLINE 
Data collection 1. Data collection[MeSH:no exp] 
2. Collecting data[tiab] 
3. Collect data[tiab] 
4. Sociodemographic Data [tiab]  
5. Socioeconomic factors[MeSH] 
Ethnicity 6.Ethnicit*[mp]  
7.Indigenous[mp]  
8.Aborigin*[mp] 
9. First adj (Nation or Nations)[mp] 
10.Métis[mp] 
11.(American adj2 indian*)[mp] 
12.(Native adj2 American*)[mp] 
13.Torres Strait[mp] 
14.Oceanic Ancestry Group[MeSH] 
15.American Native Continental Ancestry 
Group[exp] 
16.Inuit*[mp] 
17.(Alaska adj2 native*)[mp] 
18.Eskimo*[mp] 
Race 19.Race (mp) 
Language 20.Language*(mp)  
21.Primary language [mp] 
22.Preferred language[mp] 
23.Language proficien*[mp] 
24.Primary spoken language[mp] 
25.Bilingual[mp] 
26.Mother tongue[mp] 
Gender 27.Gender identity [MeSH:no exp]  
28.Gender[tiab] AND identity[tiab] 
Sexual orientation 29.Sexual orientation[MeSH] 
30.Sexual[tiab] AND behavior[tiab] 
31.Sexual behavior[tiab] 
32.1 OR 2 OR 3 OR 4 OR 5 
33.6 OR 7 OR 8 OR 9 OR 10 OR 11 OR 12 OR 13 OR 14 OR 15 OR 16 OR 17 OR 18 
34. 20 OR 21 OR 22 OR 23 OR 24 OR 25 OR 26 
35. 27 OR 28 36. 29 OR 30 OR 31 
37. 32 AND 33 AND 34  
38  32 AND 35 OR 36 
[mp=title, abstract, original title, name of substance word, subject heading word, keyword heading word, 
protocol supplementary concept word, rare disease supplementary concept word, unique identifier, 
synonyms] 
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 The grey literature was searched using Google Scholar (first 25 frames due to volume) as 
well as websites of governmental and non-governmental organizations such as Social 
Interventions Research and Evaluation Network (SIREN), Robert Wood Johnson Foundation 
(RWJF), Health Education Research Trust (HRET), Agency for Healthcare Research Quality 
(AHRQ) and the Institute of Medicine (IOM). Articles identified during the search were screened 
using titles and abstracts. Those articles that appeared to be relevant were retrieved and their full 
texts assessed for eligibility. All articles that satisfied the inclusion criteria were included in the 
synthesis. The reference lists of included studies were also searched for related articles that might 
have been missed in the primary search. The search results have been reported in Figure 2-1 as 
recommended by the Preferred Reporting Items from Systematic reviews and Meta-Analyses 
(PRISMA) guidelines. 
 
 
 
  
 
 
 
   
 
 
 
 
 
 
 
 
 
 
Figure 2-1: PRISMA diagram showing study results 
Records identified 
though searches  
(n=1098) 
Records excluded  
(n=586) 
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(n=683) 
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synthesis 
(n=41) 
Records excluded 
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Full text articles 
assessed for eligibility  
(n=97) 
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 Data extraction. A standardised data extraction form was developed based on Supporting 
the Use of Research Evidence (SURE) framework.(73) The SURE framework includes a 
checklist of potential enablers and barriers to implementing health system interventions. The 
elements considered by the checklist include attitudes, knowledge and skills of providers of care 
and recipient of care, health system constraints (e.g. financial resources, leadership and 
information systems), social and political constraints (e.g. legislation or regulations). The data 
extraction form was piloted on three potential articles from the list. Data was abstracted about the 
authors, year of publication, setting (i.e. country, urban or rural, type of facility), stakeholder 
group (e.g. provider, patient), sociodemographic question(s), research methods and 
barriers/enablers reported. 
 Assessment of quality. The Critical Appraisal Skills Tool (CASP) for qualitative studies 
was used to assess the quality of qualitative studies. (74) This tool does not incorporate a 
summary score and response options to criteria include ‘yes’, ‘no’ or ‘not clear’. Quantitative 
descriptive studies such as surveys were assessed using the NIH Quality Assessment Tool for 
Observational Cohort and Cross-Sectional Studies. (75) Similar to the CASP, this tool also does 
not create a tally based on responses to the various questions in order to arrive at an overall 
assessment of quality. However, it assists the assessor to systematically evaluate the potential for 
bias in the study and draw conclusions about the overall quality rating of the study.  Studies were 
not excluded based on their quality. The quality of included studies informed the author’s 
assessment of confidence in the review findings. An overall assessment was based on 
methodological limitations, relevance of studies, adequacy and coherence of the review findings. 
 Synthesis. The results were synthesized using a thematic framework analysis approach. 
(76) This was thought to be most appropriate as the information was expected to be largely 
descriptive and provided insight about stakeholders’ experiences and reactions to the 
implementation of sociodemographic data collection.  The extracted information about 
facilitators and barriers was read repeatedly to allow for familiarity. Through this process, codes 
were assigned based on the SURE framework. The codes were sorted into themes that 
represented patterns in the data. The potential themes were reviewed for coherence and a 
thematic map was created with the final themes. A narrative was created that described and 
explained the various themes. 
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 2.6.1 Results 
 The search identified 683 articles in English after the removal of duplicates. Based on titles 
and abstracts, 97 articles were retrieved for full text review. Forty one studies met the inclusion 
criteria and had the relevant information abstracted and synthesized. Table 2-3 presents a 
summary of the results clustered by sociodemographic questions. 
 2.6.1.1 Race, ethnicity and language 
 The majority of studies were conducted in the USA and pertained to the collection of race 
and or ethnicity and language (REL) data.(77–98) One Oregon study that had recently introduced 
legislation in 2013 also required collection of data about disability (REAL+D data).(95) The 
exploration of barriers and or enablers of sociodemographic data collection was seldom the main 
objective of studies. (92,99) Often studies focused on addressing health disparities but described 
implementation of standardized data collection as a foundational component of their research. 
This is consistent with one of the common reasons for collection of sociodemographic data in 
health care settings.(16) 
 There was marked variation in the emphasis of data collection across countries represented 
in the review. In the United States, studies explored the collection of data related to race, 
ethnicity and language although the former elements have been more consistently collected than 
the latter by health care organizations. (100) In the United Kingdom, the focus has been on 
collection of ethnicity data as opposed to race or language. In New Zealand, the focus has also 
been on collecting general ethnicity data although there is an acknowledgement of the social 
disadvantage of Maori peoples. (100) In contrast to the other countries, the Australian approach 
has been less inclusive in its narrowed focus on collection of information related to identity as 
either Indigenous or Torres Strait Islander, both or neither.(100) 
 In each of the respective countries, standards for data collection have been established over 
time.(42,101–103) These were intended to facilitate ‘roll up’ of categories into the broader 
national race or ethnic groups used in the census or population health surveys. The consistency of 
application of these standards by health care organizations has been variable and affects the 
comparability, quality and utility of data for planning and quality improvement.
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Table 2-3: Summary of studies that were included in the review 
Author Setting Stakeholder(s) Research methods Facilitator/Barrier Quality 
Assessment 
Race or ethnicity or language 
Hasnain-
Wynia et 
al., 2004 
(77) 
1000 US 
hospitals 
nationwide 
 
Six leading US 
health 
consortiums 
(Consortium for 
Eliminating 
Disparities 
Through 
Communities and 
Hospital 
Partnerships) 
Survey respondents’ 
info not provided 
 
 
Clinical, research 
and operational staff 
Survey 
 
 
 
Direct observation 
on site visits 
Structural 
State mandate to collect 
race/ethnicity data (F) 
Organizational 
Leadership support (F) 
Education/training for staff (F) 
Resource limitations (B) 
Perceived legal barriers (B) 
Individual 
Staff discomfort (B) 
Perceived patient discomfort 
(B) 
Privacy and confidentiality 
concerns (B) 
Fear of misuse of information 
(B) 
27% Response rate 
 
Patient perspective 
not captured. 
 
Validation of the 
results by 
comparison with 
another national 
survey. 
Hasnain-
Wynia et 
al., 2010 
(78) 
20 medical 
practices with ≤ 5 
physicians in US  
(5 urban, 6 rural, 
remaining 
suburban) 
Practice managers, 
nurse managers and 
physicians 
Semi-structured 
telephone 
interviews 
Organizational 
IT infrastructure (having an 
EMR)  (F) 
Perceived legal barriers (B) 
Individual 
Patient discomfort (B) 
Privacy concerns (B) 
Staff discomfort (B) 
Uncertainty whether data 
collection is useful (B) 
 
Physicians 
randomly selected 
to be invited to 
participate however 
those who accepted 
might have been 
more motivated. 
  
38 
Author Setting Stakeholder(s) Research method Facilitators/Barriers Quality 
assessment 
Regenstein 
& Sickler, 
2006 (79) 
Non-federal acute 
care hospitals in 
US (American 
Hospital 
Association 
members) 
Over half 
(52.7%) of these 
hospitals have an 
average daily 
census below 20. 
501 Chief financial 
officers 
Survey Organizational 
Lack of consensus from 
executive leadership on need to 
collect data (B) 
Size and type (larger and 
teaching status) (F) 
IT infrastructure limited to 
accommodate data (B) 
Lack of funding to support data 
collection (B) 
Individual 
Staff reluctance to ask (B) 
Patient reluctance to provide 
information (B) 
Concerns about legality of data 
collection (B) 
Perceived time constraints (B) 
No demonstrated need for data 
collection (B) 
Response rate of 
45.5% 
Survey findings 
weighted to reflect 
distribution of non-
Federal acute care 
hospitals 
64 National 
Association of  
Public Hospitals 
and Health 
Systems (NAPH) 
Member safety 
net hospitals in 
USA Most public 
entities with 
teaching 
programs 
 
Principal respondent 
was an individual 
who was 
knowledgeable about 
registration and data 
collection processes 
(hospital CEOs, 
director of patient 
relations, medical 
directors) 
Telephone survey Organizational 
Staff training (F) 
Perceived low priority of data 
collection (B) 
Requirement for registration to 
complete race field (F) 
 
 
 
 
Response rate of 
60%, 
Patient population 
diverse with high 
proportions of 
racial minorities 
 
Accuracy of the 
data was not 
verified 
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assessment 
Berry & 
Kaplan, 
2014 (80) 
Ten diverse US 
hospitals varied 
in size and payer 
mix (Eight urban 
and three major 
teaching 
facilities) 
All had 
substantial 
proportion of 
cardiac patients 
who were  racial 
and ethnic 
minorities 
Hospital 
administrators 
Registration 
supervisors 
Quality management 
Line staff 
Program staff 
Two day site visits 
(12- 19 interviews 
per site) at two 
points in the study 
(early and later) 
 
Telephone 
interviews with key 
informants (4-7 per 
site) of sites that 
were not visited 
Organizational 
Staff training and 
implementation aids (F) 
Adaptation of information 
technology infrastructure (B) 
Use of data to examine health 
disparities (F) 
Individual 
Perceived patient discomfort 
(B) 
Appropriateness of coding 
categories (B) 
Sites were not 
representative of all 
US hospitals 
(substantial 
minority 
populations) 
Staff were highly 
motivated. 
Data was reviewed 
only for patients 
with re-admissions 
who were likely 
sicker and older. 
Gomez et 
al., 
2014(81) 
367 non-Federal 
general acute 
care hospitals 
(GAC) in 
California 
80% were 
private, urban 
and not academic 
centres 
Chief administrators 
QI personnel 
Registrars 
Fiscal personnel 
Surveys  (sent via 
both US post and 
online) 
Organizational 
Collecting data at first visit (F) 
Staff training and 
implementation aids (F) 
Incorporating questions into 
routine admission forms (F) 
Enforcement of hospital 
policies regarding data 
collection (F) 
Auditing processes (F) 
Response rate 56% 
but no significant 
differences between 
those who did or 
did not respond. 
Survey focused on 
GAC hospitals in 
California and may 
not generalise to 
other types of 
hospitals. 
Discrepancies 
between survey 
responses for 
multiple 
respondents not 
reconciled. 
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Weinick et 
al, 2007 
(82) 
All hospitals, 
Massachusetts 
Researchers 
Policy makers 
Report 
Participant 
observation (?) 
Organizational 
Leadership support (F) 
Staff training (F) 
Timing of implementation (B) 
Fidelity to existing national 
models vs adaptation (B/F) 
Lack of understanding the 
rationale for data collection (B) 
Appropriate and meaningful 
categories (B) 
Need to reprogram information 
systems (B) 
No details about 
how studies were 
identified and 
results synthesized 
 
 
Jorgensen et 
al., 2010 
(83) 
Sample of 
hospitals 
(stratified by 
number of beds, 
location and 
teaching/non-
teaching status), 
Massachusetts 
Senior executives 
from the following 
areas: Patient access 
and registration 
(n=8); community, 
diversity and 
disparities (n=7); 
quality, safety and 
performance (n=6); 
information 
technology systems 
(n=4); and finance 
(n=3) 
Semi-structured 
interviews 
conducted via 
telephone with 
participants from 
28 hospitals 
Structural 
State mandate for data 
collection in hospitals (F) 
Organizational 
Resources for modifying IT 
systems (B) 
Staff training (F) 
Determining how best to ask 
about Hispanic/Latino ethnicity 
(B) 
Individual 
Concerns regarding importance 
of data collection and how it 
will be used (B) 
Perceived lack of direction 
from the state (B) 
 
 
 
Only 45% of 
hospitals 
participated and 
they were more 
likely to have 
resident training 
programs, be 
located in Boston or 
Metrowest and had 
been involved in 
pilot prior to 
implementation 
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assessment 
Thorlby et 
al., 
2011(84) 
Three US 
hospitals, two 
community 
health centres 
and  three health 
plans 
Senior managers, 
senior clinicians and 
data analysts (up to 5 
per site) 
In person semi-
structured 
interviews 
Structural 
State mandate for data 
collection 
Organizational 
Staff training and 
implementation aids (F) 
Need to modify IT systems to 
accommodate categories 
Staff time constraints (B) 
Individual 
Staff discomfort due to 
perceived negative patient 
reactions (B) 
Ethnic categories that fit patient 
self-descriptions (B) 
Cases studies 
examined the 
experiences of 
organizations that 
were likely more to 
be engaged in data 
collection and 
hence were 
atypical. 
Hasnain-
Wynia et 
al., 2011 
(85) 
Massachusetts 
(various 
locations)  
Persons privately 
insured or covered 
under 
Medicaid/Medicare 
plans  
Six focus group 
discussions (each 
homogeneous for 
participant race, 
ethnic or language 
background) 
 
 
 
 
 
 
 
 
 
 
Individual 
Gradient of comfort (language 
least worrisome) (B) 
Concerns about misuse and 
adverse effects on premiums 
and services (B) 
Perceptions that information is 
not relevant for plan (B) 
Recognition of potential 
benefits (F) 
Providing an explanation about 
why the information was being 
collected (F) 
Timing of data collection (B) 
Single state, 
perceptions of plan 
members may differ 
by geography. 
Participants were 
engaged and had 
some knowledge 
about the topic 
prior to 
participation. 
Focus group 
findings are specific 
to a particular 
group 
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Assessment 
Escarce et 
al., 
2011(86) 
US Health plans 
offering 
commercial, 
Medicaid, or 
Medicare 
Advantage 
products 
Respondents from  
health plans 
 
Surveys of  health 
plans conducted in 
2003, 2006, 2008 
by America’s 
Health Insurance 
Plans Foundation 
Organizational 
Large commercial, Medicare 
and Medicaid plans were more 
likely to collect race and 
ethnicity data (F) 
Limited human and IT 
resources (B) 
Absence of race/ethnicity fields 
in transaction forms or 
enrollment systems (B) 
Costs of collection and 
maintenance (B) 
Individual 
Perceived patient concerns (B) 
Privacy concerns (B) 
Response rates 
varied across years 
(40%, 60% 50% 
respectively in 
2003, 2006, 2008) 
 
Unable to verify 
accuracy of data 
collected. 
Lawson et 
al., 2011 
(87) 
245 US health 
plans offering 
commercial, 
Medicaid or 
Medicare 
Advantage 
products  listed in 
the Atlantic 
Information 
Services 
Directory of 
Health Plans for 
2007 
 
 
 
Health plan 
representatives (e.g. 
chief medical 
officers, directors of 
quality 
improvement)  
Excel based survey 
completed by 123 
plans  
 
Follow up 
interviews with 
staff from 15 plans 
representing both 
‘collecting” and 
‘non collecting 
plans’ 
Organizational 
Larger commercial and 
Medicaid plans were more 
likely to capture language data 
(F) 
Majority of commercial plans 
used direct methods to collect 
language data (F) 
Individual 
Perceived negative reactions 
from patient (B) 
Inadequate information 
technology systems (B) 
 
 
50% response rate 
in 2008 
 
Methodological 
differences between 
2008 survey and 
earlier surveys 
 
Earlier surveys 
asked about 
primary language 
only while 2008 
surveys asked about 
primary and or 
preferred language 
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Author Setting Stakeholders Research method Facilitators/Barriers Quality 
Assessment 
Gazmararian 
et al., 2013 
(88) 
AHIP member 
plan 
Varied (region, 
plan type, 
enrolment size, 
health plan type, 
stage of work) 
Representatives from 
15 health plans - 
10 plans from those 
who indicated that 
they collect and use 
data and 5 plans that 
did not 
In-depth interviews Structural 
Regulatory hurdles that prevent 
employers from sharing 
enrollee data (B) 
Requirements from compliance 
organizations (B) 
Organizational 
Support from senior leadership 
(F) 
IT system capacity to store and 
reconcile multiple data 
categories (B) 
Ability to share information 
across plan and health care 
system (B) 
Legal issues (real and 
perceived)(B) 
Limited resources and 
competing priorities (B) 
Homogeneous member 
population (B) 
Individual 
Member privacy concerns (B) 
Lack of provider understanding 
about importance of data 
collection (B) 
 
 
 
 
 
Small number of 
health plans that 
may not represent 
the experiences of  
plans who do or do 
not collect REL 
data  
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Assessment 
Nerenz et 
al.,2013 
(89) 
250 Health plans 
nationwide listed 
in the Atlantic 
Information 
Services 
Directory of 
Health Plans, 
USA 
Representatives of 
health plan 
Excel-based 
electronic survey 
Organizational 
Verification of physician 
proficiency in non-English 
Language  (B) 
Individual 
Physician concerns about 
information may be used to 
exclude them or adversely 
affect patient selection of their 
practice (B) 
Physician acceptance or 
understanding of ethnic 
categories (B) 
 
51% response rate 
Possible non-
responding plans 
were less engaged 
with respect to REL 
data collection. 
 
Sample size too 
small for detailed 
analysis of 
relationship 
between REL data 
collection and 
service area 
characteristics 
 
Unable to explore 
why a subset of 
plans discontinued 
data collection 
between 2006 and 
2010. 
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assessment 
Bierman et 
al., 2002 
(90) 
US Managed 
Care health plans 
Representatives of 
managed care 
(commercial, 
Medicaid, and 
Medicare), 
purchasers (CMS, 
state agencies, and 
employers) and 
federal agencies 
Report presents an 
overview and 
reports dialogue of 
meeting in June 
1999 with 
stakeholders 
indicated 
Organizational 
Costs of data collection (B) 
Perceived legal barriers (B) 
Concerns about public 
reporting and accountability 
(B) 
Timing of data collection with 
respect to enrollment (B) 
Individual 
Privacy and confidentiality 
concerns (B) 
Patient concerns about misuse 
of data (B) 
Education of public, insurers,  
purchasers and providers about 
the benefits and appropriate use 
of data (F) 
Unable to 
determine whether 
or how information 
was synthesized 
from primary 
sources, discussions 
in other fora among 
providers, 
purchasers, 
government and 
other health 
services 
Baker et al., 
2005 (91) 
General Internal 
Medicine clinic 
of the 
Northwestern 
Medical Faculty 
Foundation in 
Chicago, Illinois 
Patients who had 
completed their visit 
and who were fluent 
in English 
Semi-structured 
interview (N=220) 
Individual 
Patient willingness to disclose 
REL data (F) 
Rationale provided for data 
collection affects patient 
comfort (B/F) 
Concerns about discrimination 
(B) 
Convenience 
sample in a single 
clinic 
Participants were 
middle and upper 
income hence views 
may not be 
representative. 
All native English 
speakers. 
 
 
 
  
46 
Author Setting Stakeholder(s) Research method Facilitators/Barriers Quality 
assessment 
Hasnain-
Wynia et 
al., 2006 
(92) 
?US health care 
settings 
(hospitals, 
medical group 
practices, health 
plans) 
Multiple 
perspectives 
considered 
(provider, patient, 
administrator) 
Review and 
synthesis 
Organizational 
Staff Training (F) 
Categories that do not match 
patient self-perceptions (B) 
Cost of data collection (B) 
Time constraints (B) 
Individual 
Negative reactions from 
patients (B) 
Staff discomfort (B) 
Overview has been 
provided of several 
key areas however 
approaches to 
identification of 
relevant studies and 
synthesis have not 
been described.  
Hasnain-
Wynia et 
al., 2012 
(93) 
14 Aligning 
Forces for 
Quality (AF4A) 
Alliances 
AF4Q alliance 
leaders, project 
directors, and 
disparities/equity 
staff leads; 
Semi structured 
interviews (n=51) 
with key 
informants during 
two day site visits 
to AF4Q 
communities.  
 
Data supplemented 
by regular 6 month 
telephone 
interviews (n=28) 
with program 
directors on 
progress on 
disparity related 
activities 
 
 
 
 
Organizational 
Systematic collection of REL 
as starting point for disparities 
work  (F) 
Low priority in communities 
with minimal REL diversity 
(B) 
REL data collection seen as an 
ineffective use of resources (B) 
Hospitals more willing to be 
engaged (F) 
Varied work cultures in 
physician practices and data 
management systems.(B) 
 
Individual 
Provider beliefs that they 
already provided high quality 
care without REL(B) 
Patient perspective 
not directly 
captured although 
projects work 
closely with 
communities and 
are familiar with 
the issues. 
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Author Setting Stakeholders Research method Facilitators/ Barriers Quality 
assessment 
Wilson et 
al., 2013 
(94) 
Institute for 
Family Health 
operates 17 
community 
health centers 
providing 
primary, mental 
health and dental 
care in cities and 
rural settings 
New York, USA 
Program developers  Program 
monitoring reports 
(comparison for % 
race filed 
completed pre and 
post 
implementation) 
Organizational 
Leadership commitment (F) 
Electronic reminders to collect 
data (F) 
Adapted EHR field created by 
vendor for another client (F) 
Staff training and 
implementation aids (F) 
On-site refresher training on 
REL data collection (F) 
Communication with all staff 
(F) 
Individual 
Patient willingness (F) 
Staff discomfort (B) 
Multiple modalities offered for 
data collection (paper or 
verbally) (F) 
Limited literacy (B) 
Single network 
Centre may have 
been more engaged 
and motivated to 
collect REL data 
 
No control group 
Oregon 
Department 
of Health 
Services, 
2014 (95) 
Oregon, USA Managers of sixty 
five Oregon Health 
Authority and 
Oregon Department 
of Human Services 
datasets 
Survey Structural 
Legislation (F) 
Organizational 
Funding (B) 
Nationally defined 
standards(B) 
Rigid and external data systems 
(B) 
Individual 
Staff discomfort (B) 
Patient concerns (B) 
 
Baseline 
assessment of 
compliance verified 
for a subset of 15 
datasets 
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assessment 
Voices for 
Racial 
Justice, 
2014 (96) 
RESD (diverse 
communities by 
race, ethnicity, 
language and 
other socio-
demographic 
factors) 
communities in 
Minnesota 
Community 
members from 
American 
Indian/Native 
American; Black-
African American, 
African Immigrant, 
Asian Pacific 
Islander, Latino/ 
Hispanic, Lesbian 
Gay Bisexual 
Transgender Queer 
(LGBTQ) Two-
Spirits8, and People 
with Disabilities. 
Interviews (85 with 
community 
members) 
 
Organizational 
Trained staff  (F) 
Community engagement in 
planning (F) 
Knowing that information will 
be shared with the communities 
(F) 
Individual 
Patient comfort (F) 
Mistrust of health care and 
government systems (B) 
Lack of knowledge about how 
the information would be used 
(B) 
Confusion around definitions of 
race and ethnicity (B) 
Some constituents 
would have been 
excluded due to 
financial and time 
constraints 
Difficulty recruiting 
an interviewer from 
West African 
community 
Some interviewees 
including those 
with disabilities 
expressed difficulty 
understanding the 
questions 
Voices for 
Racial 
Justice, 
2014 (96) 
Safety net clinics 
(six) in 
Minnesota 
 
Community-based 
non-profit safety net 
health care providers 
(Safety Net 
Coalition) 
Interviews (9 with 
providers) 
Structural 
State mandate, financial 
incentives or grant funding (F) 
Organizational 
Time constraints (B) 
Cost (B) 
Need for standardisation of 
processes and definitions (B) 
All options not accommodated 
in EHR (B) 
Collection of information for 
new patients (F) 
Individual 
Patient willingness to disclose 
(B 
Uncertainty 
regarding how the 
participants were 
selected. 
Approaches to data 
analysis not 
explained. 
Ethical 
considerations not 
described. 
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assessment 
Bhalla et 
al., 2012 
(97) 
Urban academic 
medical centre in 
Bronx, New York 
Program developers/ 
implementers 
Program report - 
Proportion of 
inpatient 
discharges with 
unknown race, 
ethnicity and 
preferred language 
Organizational 
Senior executive stewardship 
(F) 
Staff engagement in planning 
(F) 
Staff training and use of 
implementation aids (F) 
IT expertise (F) 
Access to content experts 
through quality improvement 
initiative (F) 
Individual 
Lack of categories that fit the 
patients’ self-description (B) 
 
 
Single centre 
Predominantly 
African American/ 
Black /Hispanic 
population 
 
No control group 
 
No formal 
mechanism for 
verification of the 
accuracy of 
registrar’s data 
collection 
 
Lee et 
al.,2016 
(98) 
Academic health 
centre, Galveston 
County, Texas 
Programme 
implementers 
Report – Pre and 
post 
implementation 
comparisons of the 
proportion of 
patients with 
unknown REL 
status 
Structural 
Meaningful use of EHR 
incentives  (F) 
Organizational 
Staff training (F) 
Inadequate financial and human 
resources (B) 
Need to reprogram EHR (B) 
Individual 
Patient discomfort (B) 
Categories do not 
accommodate patient’s self-
description (B) 
 
 
Single centre that 
serves 
predominantly 
minority 
populations 
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Assessment 
Aspinall, 
2000 (104) 
Acute and non-
acute NHS Trusts 
in South Thames 
region 
Front line admission 
staff 
Information 
managers 
Self-administered 
questionnaires 
 
Review of finished  
consultant episode 
counts 
Structural 
Mandate for data collection by 
hospitals (F) 
Organizational 
Indirect methods of assignment 
used (B) 
Limitations in categories  (B) 
Staff training (B) 
Individual 
Staff concerns about relevance 
(B) 
Perceived patient discomfort 
(B) 
Perceived homogeneity of 
patient population (B) 
More difficult in some service 
areas (emergency services and 
mental health) (B) 
Perception that information 
should be collected by GP and 
shared with hospital. 
40 of 60 eligible 
trusts returned the 
questionnaires. 
 
Ethical 
considerations were 
not described. 
 
Approaches to 
analysis of 
qualitative data not 
described. 
Sangowawa 
& Bhopal, 
2000 (105) 
Eight practices in 
the Teeside area, 
UK 
 
Two primary care 
practices, 
Teeside, UK 
General practitioner 
Practice manager 
Semi-structured 
interviews 
 
 
Audit of GP 
referral letters 
 
 
 
Structural 
Lack of incentives  (B) 
Organizational 
Staff training (F) 
Cost not considered a barrier 
Ethnicity field created in 
referral letter template (F)  
Individual 
Patient awareness about why 
data is needed (B) 
Participants 
selected randomly. 
 
Unable to verify 
reasons provided by 
participants for 
missing information 
on patient ethnicity. 
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Assessment 
Jones and 
Kai, 2007 
(106) 
Eight primary 
care practices in 
Birmingham,UK 
that use EMIS 
computer systems 
 
Information 
include ethnicity, 
religion, 
preferred written 
and spoken 
language  
Practice manager 
Receptionists 
Practice nurse 
 
Extracts of data 
collected  for 6 – 
12 months on 
patient ethnicity 
 
Site visits to 
practices 
Organizational 
Staff training (F) 
Staff shortages (B) 
Flags on arrival screen (F) 
Form not translated (B) 
Individual 
Patient comfort with data 
collection (F) 
Staff morale (B) 
No ethics review as 
project thought to 
be exempt on 
grounds of local 
service 
development. 
 
Populations served 
by practices varied 
in diversity 
Iqbal et al., 
2012 (107) 
Primary care 
trusts in England 
and Wales 
Members of Race 
for Health 
mailing list 
National Cancer 
Research 
Network 
30 participants 
including clinicians, 
nurses, managers, 
information scientist 
and other staff 
Survey 
(questionnaire 
could be returned 
via post or email) 
Organizational 
Availability of staff training 
materials (F) 
Lack of resources (B) 
Not required to collect ethnicity 
data (B) 
Ethnicity categories are not 
appropriate (B) 
Time constraints (B) 
Individual 
Lack of understanding by staff 
and patients of the need for 
data collection (B) 
Staff reluctance (B) 
Perceived patient discomfort 
(B) 
Concerns about privacy and 
legality of data collection (B) 
 
Unable to 
determine response 
rate as 
questionnaire was 
distributed as a link 
through websites, 
forums, newsletters 
and mailing lists 
 
Adapted a 
questionnaire that 
has been validated 
in the target 
population. 
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Assessment 
Iqbal et al., 
2012 (108) 
Local community 
centre and places 
of worship 
Manchester, UK 
South Asian 
participants from 
India, Pakistan, 
Bangladesh 
Five focus group 
discussions (4-10 
per group) in native 
language of 
participants. 
Total =36 
Individual 
Staff comfort (F) 
Patient discomfort if the reason 
for data collection not 
explained (B) 
Inappropriate ethnic categories 
(B) 
Concerns that information 
although collected would not 
be utilized (B) 
 
 
Research focused 
on largest minority 
group 
Results pertained to 
specific groups. 
Difficulty recruiting 
facilitators of 
particular ethnicity 
for gender 
segregated focus 
groups 
 
Morrison et 
al., 2014 
(109) 
Diverse health 
settings in UK 
(England, 
Scotland, Wales, 
Ireland) including 
hospitals, general 
practice, research 
institutes 
Managers and 
administrators 
involved in 
processes of 
collection and 
utilisation of patient 
ethnicity data in 
general practices and 
hospitals 
Qualitative case 
study drawing on 
interviews (n=14 
with 16 
participants) and 
document review 
(n=50) 
 
 
Structural 
Incentives under the QOF were 
discontinued in 2011 (B) 
Organizational 
Data collection not supported 
by existing forms (B) 
Lack of training (B) 
Resource constraints (B) 
Individual 
Staff discomfort and fear of 
offending patients (B) 
Perceived irrelevance in the 
context of particular services  
(e.g. Emergency care) (B) 
 
 
 
 
 
Patient perspective 
not captured 
 
Singular focus on 
ethnicity 
Medical record not 
examined for 
documentation of 
ethnicity within the 
clinic narrative 
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Kehoe & 
Lovett, 
2008 (99) 
General practices 
in Australia 
Capital Territory 
Division of 
General Practice 
(ACTDGPs) 
catchment area 
General practitioners 
Practice nurses and 
division staff 
(N=145) 
Survey mailed to  
general practices 
but also distributed 
at 145 general 
practitioners) 
 
Semi structured 
interviews with 16 
staff members from 
9 practices 
Organizational 
Absence of routine 
identification processes (B) 
Support for staff training (B) 
Lack of support for 
identification and use of 
Aboriginal  and Torres Islander 
specific health interventions(B) 
Individual 
Perceptions that patients would 
be offended (B) 
Perceived legal barriers (B) 
Perceptions that identification 
was not beneficial for either 
practice or patient (B) 
Response rate 
estimated at 25% 
and views may be 
unrepresentative of 
target population. 
 
Study captured 
views of practice 
staff who influence 
whether and quality 
of data about 
Indigenous identity 
Scotney et 
al., 2010 
(110) 
Indigenous 
Australians 
residing in the 
Australian 
Capital Territory 
who were 
recruited through 
a range of 
Indigenous 
organisations 
Indigenous 
Australians who had 
been asked about 
their identity in GP 
practices 
 
(N=28, 12 men; 18 
Aboriginal and 5 
both Torres Strait 
Islander and 
Aboriginal) 
In person 
interviews 
Individual 
Patient willingness to disclose 
their identity if provided with 
an explanation (F) 
Staff trained who know how to 
ask in culturally sensitive way 
(F) 
Prior experiences with racism 
(B) 
Perception that disclosure of 
identity would lengthen 
consultation time (B) 
 
 
 
 
 
Ethical 
considerations not 
described. 
 
Approaches to 
sampling and 
analysis were not 
described 
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Assessment 
Kelaher et 
al.,2010 
(111) 
General practice 
network in 
Australia 
General Practice 
Networks 
Information 
technology 
Cultural safety 
informants 
Public Health 
Medical Officers 
Area Health Services 
Persons with prior 
experience with 
identification 
Semi-structured 
interviews with key 
informants (n=31) 
from range of 
organizations and 
General Practice 
Networks 
 
Focus groups with 
general 
practitioners, GP 
educators and 
practice nurse 
Organizational 
Involvement of Indigenous 
people and organizations in 
developing solutions and 
processes (F) 
Preserve Indigenous peoples’ 
privacy and autonomy to 
determine to whom and under 
what circumstances they want 
to disclose their identity. (F) 
Staff education (F) 
IT infrastructure improvements 
(F) 
Broader ethnicity question (F) 
Individual 
Staff discomfort (B) 
Perceived patient discomfort 
(B) 
Fear of misuse of the 
information and adverse 
consequences (B) 
Clear explanations about why 
the information is being 
collected.(F) 
Increasing community 
awareness (F) 
Provider perceptions that all 
patients should be treated 
equally hence identity is not 
important (B) 
 
Multiple 
perspectives 
captured through 
case studies. 
 
Limited 
information about 
approaches to 
analysis. 
  
55 
Author Setting Stakeholder(s) Research method Facilitators/Barriers Quality 
Assessment 
Schutze et 
al., 
2017(112) 
Eastern (ESML) 
and South-eastern 
Sydney Medical  
Local (SESML) 
Three practices 
from ESML and 
four from 
SESML, 
Australia 
8 General 
practitioners 
4 Practice managers 
2 Nursing staff  
16 Receptionists 
1 Allied health 
professional 
 
1 Unannounced 
standardised patient 
30 Semi structured 
interviews (in 
person or via 
telephone) 
 
2 Focus group 
discussions each 
with 5-6 members 
of Aboriginal and 
Torres Island Strait 
communities 
 
1 visit per clinic by 
the unannounced 
standardised 
patient  
 
Medical record 
audits of reporting 
practices 
Self-completed 
mail questionnaires 
(practice staff) 
Structural 
National standards and health 
reform (F) 
Organizational 
Lack of effective routine 
identification processes (B) 
Software does not permit 
recording of status by National 
Best Practice guidelines (B) 
No materials in practice 
environment encouraging 
disclosure (B) 
Individual 
Perceived homogeneity of the 
population (B) 
Perceptions that Indigenous 
status can be determined by 
physical appearance (B) 
Lack of awareness of the 
rationale for data collection (B) 
Perceived patient reluctance 
(B) 
Lack of awareness of 
disparities  and health needs of 
Indigenous peoples (B) 
Participants were 
self-=selected and 
may have been 
more motivated 
than non-
participants. 
 
Practices were in 
urban areas 
although reflected a 
mix of other 
practice 
characteristics 
Only women were 
interviewed as part 
of the community 
focus groups. 
 
Multiple 
perspectives 
captured 
Member checking 
with focus group 
participant 
Prolonged 
engagement in field 
Investigator and 
data triangulation 
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Author Setting Stakeholder(s) Research method Facilitators/Barriers Quality 
assessment 
Ethnicity 
Mc Leod et 
al., 
2000(113) 
Sixty-eight 
general practices 
and three After 
Hours Medical 
Centres, in the 
greater 
Wellington area 
including 
Porirua, the Hutt 
Valley and 
Wainuiomata, 
New Zealand 
Practice personnel, 
patients and 
researchers/users of 
health data 
(Statistics New 
Zealand, The 
Ministry of Health, 
New Zealand Health 
Information Service, 
Te Puni Kokiri, Te 
Ropu Rangahau 
Hauora a Eru 
Pomare, RNZCGP 
and the Wellington 
Independent 
Practitioners 
Association) 
Survey of current 
practices 
  
Interviews with 
practice personnel 
 
Interviews with 
fourteen patients 
and ethnic group 
representatives, 
including Maori 
and Pacific people, 
Asian, Indian, 
Chinese and 
different European 
groups, all living in 
Wellington 
Organizational 
Cost of data collection (B) 
IT systems (B) 
Staff education (B) 
 
Individual 
Perceived benefits to data 
collection (F) 
Perceived patient reluctance 
(B) 
Patient perceptions that data is 
not relevant to delivery of care 
(B) 
Fear of negative consequences 
(B) 
Multiple 
perspectives 
captured. 
Health 
Utilisation 
Research 
Alliance 
(HURA), 
2006(114) 
37 Wellington 
Independent 
Association 
general practices  
(WIPA) using 
electronic patient 
management 
software 
25 WIPA general  
practices  
Data abstracted 
from practice 
computing systems 
Organizational 
IT infrastructure (B) 
Time constraints (B) 
Competing priorities (B) 
Implementation aids (patient 
pamphlet and staff card) (F) 
No systematic 
difference between 
practices who 
participated and 
those who declined. 
Study period 
coincided with the 
introduction of a 
new incentive for 
collection of data in 
primary care 
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Author Setting Stakeholders Research method Facilitators/Barriers Quality 
Assessment 
Cormack 
and 
McLeod, 
2010 (100) 
Health and 
disability sector 
in New Zealand 
Researchers Discussion paper Structural 
Incentives (F) 
Organizational 
Leadership support (F) 
IT infrastructure (B) 
Cost (B) 
Appropriateness of ethnic 
codes (B) 
Staff training (F) 
Individual 
Understanding the relevance 
and meaning of ethnicity (B) 
Perceived patient discomfort 
(B) 
Process for 
identification and 
synthesis were not 
described. 
Neuwelt al., 
2014 (115) 
Eight general 
practices - six in 
north and two in 
west of Auckland 
New Zealand; 
two were solo 
practices 
General practitioners 
Practice managers 
Receptionists 
 
Questionnaire 
(self-completed or 
via structured 
interview with 
evaluator) 
 
Face to face 
interviews also 
conducted to 
clarify findings 
from the 
questionnaire 
Structural 
Lack of incentives (B) 
Organizational 
Appropriateness of categories 
(B)  
Lack of training (B) 
Time constraints (B) 
Practice management systems 
that facilitate accurate 
recording (B) 
Individual 
Staff discomfort (B) 
Lack of understanding of 
relevance and meaning of 
ethnicity data collection (B) 
 
 
Small number of 
practices from 
particular regions 
hence findings were 
not be 
generalizable. 
 
No demographic 
data was audited 
(e.g. number and 
ethnicity of patients 
enrolled) 
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Author Setting Stakeholders Research methods Facilitators/Barriers Quality 
assessment 
Gender Identity and Sexual orientation 
German et 
al., 2017 
(116) 
Emergency 
departments (ED) 
of three 
community and 2 
academic medical 
centres in 
Baltimore, 
Washington and 
Maryland 
ED health care 
professionals 
ED Patients 
In-depth interviews 
(twenty six ED 
health care 
providers, fifty 
three patients 
 
National online 
survey 
Organizational 
Staff training in SGM health 
and cultural competency (B) 
Lack of guidance on collection 
and use of SOGI data (B) 
Protection against 
discrimination (F) 
Provisions to allow in person 
disclosure but opt out of 
storage (F) 
SGM inclusive signs and 
brochures (F) 
Community awareness 
campaigns (F) 
 
Individual 
Patient willingness to disclose 
(F) 
Patient perception that SO data 
was medically relevant (F) 
Perceived patient reluctance by 
providers (B) 
Provider perception that SO 
was irrelevant to care (B) 
Fear of negative consequences 
and maltreatment (B) 
Assurances of privacy and 
confidentiality of data (F) 
Implications for insurance 
coverage (B) 
Patient survey 
response rate =70% 
 
Clinical survey 
response rate=86% 
 
Patient and provider 
perspectives were 
captured. 
  
59 
Author Settings Stakeholders Research method Facilitators/Barriers Quality 
Assessment 
Maragh-
Bass et al., 
2017 (117) 
Self-identified 
transgender 
persons (adults, 
residing in the 
USA) recruited 
by marketing 
firm 
Self-identified 
Transgender patients 
Online survey Structural 
National policies impacting 
LGBT rights (F) 
Institutional policies to protect 
against discrimination (e.g. 
insurance) (F) 
 
Organizational 
Access to known LGBT-
identified providers (F) 
LGBT friendly site (F) 
Trained and knowledgeable 
staff (F) 
Assurances of privacy and 
confidentiality (F) 
Inclusive signs and art (F) 
Routine collection of SOGI 
from all patients (F) 
Perceived cultural acceptance 
(F) 
Inclusion of partners/spouse (F) 
 
Individual 
Perceived need for disclosure 
(F) 
 
 
 
 
 
 
Small sample size 
89.4% of those 
eligible participated 
 
Most participants 
has high 
educational 
attainment. 
 
Unadjusted 
analyses. 
 
Gender queer or 
non-binary were 
excluded 
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Author Setting Stakeholders Research method Facilitators/Barriers Quality 
assessment 
Maragh-
Bass et al., 
2017 (118) 
National sample 
recruited with 
assistance of 
marketing firm 
Providers working in 
ED settings (N=429) 
 
LGBT/Heterosexual 
patients (N=1516) 
National online 
survey of ED 
providers 
 
Patients 
Individual 
Perceived benefits of SOGI 
collection differed between 
patients and providers 
 
Concerns that data collection 
could engender bias  (B) 
 
Providers perceived patients 
would be uncomfortable (B) 
 
Concerns about privacy (B) 
Patient and provider 
perspectives 
captured. 
 
Majority of 
providers self-
identified as 
heterosexual. 
 
Transgender 
participants 
excluded in analysis 
 
Results pertain to 
particular 
healthcare settings 
explored (ED and 
primary care) 
 
Study did not 
explore prior 
experiences with 
discrimination and 
the implications for 
perceptions of 
SOGI data 
collection 
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Author Setting Stakeholders Research method Facilitators/Barriers Quality 
Assessment 
Callahan et 
al., 2015 
(119) 
University of 
California, Davis 
Health Care 
System 
(619-bed 
academic medical 
center and 
includes hospital-
based primary 
care and specialty 
clinics, 14 
regional primary 
care centers, 3 
affiliated cancer 
centers, and 
several affiliated 
hospitals) 
Leaders across the 
organizations 
Interviews with 30 
key informants 
Organizational 
Leadership commitment (F) 
HRC Recognition of the 
organization as a leader in 
LGBT health care equality (F) 
Staff and leader education (F) 
Provider and patient 
educational resources (F) 
Updated institutional policies 
and procedures related to 
LGBT care (F) 
List of self-identified LGBT 
friendly providers (F) 
Multiple modalities for 
disclosure (F) 
Individual 
Provider discomfort (B) 
No details provided 
about participants 
characteristics or 
approaches to 
analysis 
 
Patient perspective 
not captured 
Dunne et 
al., 2015 
(120) 
Community 
health centre, 
Oregon, USA 
Health care 
providers (five) 
Self-identified 
transgender/gender 
non-conforming 
patients (seven) 
Semi-structured 
interviews (in-
person, phone, 
video 
conferencing) 
Organizational 
EHR does not readily 
accommodate GI  (B) 
Individual 
Patient perceptions re 
disclosure of that birth assigned 
sex (B) 
Providers perceived that patient 
sex assigned at birth was 
necessary (B) 
Patient preference to disclose to 
person with medical or social 
work training (F) 
 
Small sample size 
due to difficulties in 
recruitment of 
participants 
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Hospitals accounted for the majority of study settings reported in the USA while primary 
care settings were more common in United Kingdom, Australia and New Zealand. The majority 
of studies examined the perspectives of providers of care, managers and administrators using 
either surveys or interviews.  There were a few studies that evaluated change in data collection 
practices by assessing patterns of reporting pre and post implementation of sociodemographic 
data collection. (94,97,98,114) 
A closer examination of the facilitators and barriers reported by studies pointed to a 
hierarchical order of influences on implementation. There were structural factors such as legal 
mandates that required the collection of sociodemographic data, accreditation criteria and 
voluntary quality standards. (42) Collection of sociodemographic data was also facilitated by 
incentives that increased health care organizations’ motivations. (42) There were factors within a 
health care organization (labelled ‘organizational factors’) that influenced the collection of 
sociodemographic information such as access to financial and human resources, leadership 
support and commitment, information systems and patient flow processes. Within a given 
organization, the attitudes, knowledge and skills of individuals (providers, patients) also affected 
willingness to collect sociodemographic data. Figure 2-3 shows the various factors that are also 
described in the following sections. 
 
 
Figure 2-3: Facilitators and barriers of sociodemographic data collection 
 
Structural 
factors
Organizational 
factors
Individual 
factors
Legislation 
Regulations  
Donor policies 
Leadership 
Resources (human, financial) 
IT systems 
Patient flow processes 
 
Attitudes, knowledge, 
skills of providers, 
patients 
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Structural factors  
Most studies described factors at the level of the organization and or individuals. Structural 
factors were the least commonly acknowledged although cited by several studies mostly in the 
USA. (77,83,84,95,96,98,100,104,105,109,115) Ulmer and colleagues described several 
structural factors that can create an enabling environment for the collection of sociodemographic 
data within health care organizations.(42) These factors included: 1) state mandates or regulations 
that impose a duty on the health care organization to collect sociodemographic data; 2) 
accreditation and voluntary quality standards that require data collection as a criteria and 4) 
financial or other incentives for good performance and compliance. The influence of these factors 
will be illustrated in the following section with examples. 
There are several legal mandates in the USA that support the collection of data pertaining 
to race, ethnicity and language. Title VI of the Civil Rights Act is the broadest mandate imposed 
by the federal government that requires the collection and or reporting of data on race, ethnicity 
and primary language. (121) The Act prohibits discrimination on the basis of race or national 
origin in the provision of any services that are supported with federal funds. Collection of data 
pertaining to race and ethnicity provides the basis for demonstrating compliance with the law. 
The 2010 Affordable Care Act (ACA) makes provision for collection and reporting of race, 
ethnicity, language, disability and gender data in federal programs such as population surveys, 
Medicaid and Children’s Health Insurance Program (CHIP) in order to track health disparities on 
a national level.(122,123) Additionally, the Health Information Technology for Economic and 
Clinical Health (HITECH) Act provides incentives to physicians to record the race or ethnicity 
for at least half of their patients as part of implementing the ‘meaningful use’ of electronic health 
record.(122)  
The exemplar of Massachusetts’ implementation of standardized collection of race, 
ethnicity and language data in response to a state mandate for all hospitals has been well 
described and illustrates the effect of structural factors. (83) In 2006, the Massachusetts Division 
of Health Care Finance and Policy (DHCFP) issued new regulations requiring all acute-care 
hospitals to collect patients’ self-reported race, ethnicity and preferred language with a 
standardized approach. The Massachusetts Hospital Association (MHA) provided training and 
support materials and sponsored four regional training sessions for hospitals in the fall of 2006 to 
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explain the requirements. The project was piloted in order to anticipate likely problems with wide 
spread implementation. A study by Jorgensen et al. (83) assessed the impact of the state 
regulation after two years post implementation.  The study found that the regulation facilitated 
standardization of data collection. Additionally, almost all hospitals (except for one) reported 
using data for equity monitoring and to improve quality of care. Study participants also felt that 
implementation had been relatively uneventful which was contrary to their expectations given 
apprehension of staff. (83)  
Another study (84) clarified the beneficial effects of regulation of sociodemographic data 
collection.  In this study, among organizations where data collection was imposed as a result of 
regulations, there was a perception that it added legitimacy and facilitated making a case for 
investment in training and information technology. (84) Despite positive sentiments, other 
organizations felt that regulations encroached on their autonomy. There was also concern that 
mandates or regulations were often not adequately funded to foster organizational compliance. 
There are other recent successful exemplars including TC LHIN mandate for collection of a 
core set of sociodemographic data in hospitals in Toronto (47) and HB 2134 legislation in 
Oregon that required collection of standardized data related to race, ethnicity, language and 
disability status in all Oregon Health Authority (OHA) datasets. (95) 
Accreditation bodies and other professional standards-setting bodies can also play a role in 
fostering collection of race, ethnicity and primary language data. (92)  Joint Commission on 
Accreditation of Healthcare Organizations (JCAHO) encourages the collection of race, ethnicity, 
and language data as part of its guidance to hospitals in the Advancing Effective Communication, 
Cultural Competence, and Patient- and Family-Centered Care: A Roadmap for Hospitals. 
Incentives can also motivate health organizations to collect sociodemographic data. The 
American Recovery and Reinvestment Act of 2009 urges the “use of electronic systems to ensure 
the comprehensive collection of patient demographic data, including, at a minimum, REL and 
gender information”. In a study (98) conducted in Texas, the REAL Data Project received funds 
through an EHR incentive program to strengthen the health information system to reduce health 
disparities. In New Zealand, two studies (100,115) also reported benefits from incentives for 
capturing patient self-reported ethnicity as part of the enrolment data. Through this initiative, 
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general practices receive funding adjusted for ethnicity as part of the population-based formula 
for funding in primary care.  
Despite the benefits of financial incentives, they may not always be sustainable. Further 
while they may increase completeness, they do not necessarily guarantee quality of the data 
collected.(109) In the United Kingdom, collection of demographic data relating to patient 
ethnicity in general practice has been encouraged within the Quality and Outcomes Framework 
(QOF). (107) This is a national pay for performance scheme that was introduced in 2004. Under 
the initiative, practices received one point (of a possible 1000) for recording ethnicity of new 
patients. The specific incentive was discontinued in 2011, ostensibly because it was thought that 
data collection was sufficiently embedded in general practices and would be self-sustaining. In 
two studies conducted in the United Kingdom, participants cited the lack of financial incentives 
as a barrier to data collection. (107,109) 
Health Plans. There has been growing interest in the collection of REL data by health 
plans in the USA. (86) Health plans have a unique opportunity to capture data for a larger 
proportion of the population than health services as they also include persons who may not have 
regular contact with health care services. An important context for collection of REL data for 
physicians by health plans originates from a requirement in the Patient Protection and Affordable 
Care Act (ACA) that health plans certified for participation in federal and state insurance 
exchanges include “essential community providers” in order to serve low-income or medically 
underserved individuals (Section 1311).(89) Although the legislation and associated regulations 
did not specify race, ethnicity, and language competence as defining characteristics of essential 
community providers, the law encourages health plans to improve healthcare access for a 
population of patients who generally access care in medically underserved areas.(89) 
Since 2003, the Atlantic Hospital Insurance Plan Foundation (AHIPF) has collaborated 
with the Robert Wood Johnson Foundation to monitor the progress of health plans in the 
collection and use of REL to reduce health disparities and improve quality of healthcare. 
Assessments of progress have mostly been conducted using a series of national health plan 
surveys in 2003, 2006, 2008, 2010. (86,87,90) In-depth interviews have also been used to 
understand the experiences and challenges of health plans who have and have not initiated REL 
data collection.(88)  These studies provide insight into the range of factors that influence 
sociodemographic data collection.(85–89)  
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Organizational level  
Leadership support. At the organizational level, several facilitators and barriers of 
implementation of sociodemographic data collection were described. The need for commitment 
and leadership support at all levels to champion efforts to implement sociodemographic data 
collection was emphasized. (77,79,82,88,97,100) In a study by Regenstein and Sickler (79), 
among peer health care organizations that had not initiated sociodemographic data collection, key 
informants cited a lack of support from executive leadership as for a contributor to inaction. 
Resources. Despite the availability of financial incentives, some health care organizations 
cited a lack of funding to mitigate the anticipated costs of data collection and its application in 
quality improvement. (79,96,100) The Institute of Medicine (IOM) has recognized the role of 
incentives in facilitating the collection of data on race, ethnicity and language. They recommend 
that incentives be tied to accreditation or other mechanisms that support ongoing collection of 
high quality data. (42) Limited human resources particularly in solo and small physician practices 
also hampered collection of patient sociodemographic data. (78,98,115) It was a prominent 
barrier among health plans that was compounded by competing priorities. (86,88,89) 
Time constraints were also reported as a barrier to collection of race, ethnicity and language 
data by staff. (79,92,96,106,107,114) This concern was expressed even when the potential 
benefits of data collection were acknowledged. Although a valid concern particularly in 
organizations plagued by staff shortages and high turnover, it was demonstrated in two studies 
(92,115) that data collection did not add substantial to routine processes.  
IT infrastructure. Information technology infrastructure was both a facilitator and barrier 
to data collection in health care organizations and health plans. (79,83,84,96,98,113,114) The 
need to adapt information technology systems to accommodate multiple response options to 
sociodemographic questions was a challenge especially when it required negotiations with 
software vendors and additional costs. (80,82,97) Some health care organizations with electronic 
health records with the appropriate fields were empowered to begin the process of data collection 
once management had committed to implementation.(78,94,111) Another related issue concerns 
the inability of systems to communicate with each other to share information, thus necessitating 
collection of data repeatedly for the same individuals.  
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Workflow processes. Some studies reported how patient flow processes positively 
influenced data collection. The timing of data collection was critical. Collection of data at the 
first visit from new patients was perceived to be easier. (81,114) Additionally, incorporation of 
sociodemographic questions into routine admission forms also worked well. (81) The timing of 
data collection (whether at or after enrolment) was a challenge for health plans. Although at the 
time of enrolment with the health plan appeared to be a convenient point, there were enrollee 
concerns that information about race, ethnicity and language would be used to exclude racial 
minorities.(85,88,90) 
The process of stakeholder engagement in planning for sociodemographic data collection 
was also important. In two studies (96,111) that reported engagement of representatives from 
socially disadvantaged and Indigenous communities, this was viewed positively as a contributor 
to creating an inclusive and participatory planning process for sociodemographic data collection 
and reduction of health disparities. Additionally, it was felt that the information should be shared 
with communities to foster their empowerment and closer collaboration in program development. 
(96) 
Individual level factors.  
Staff and patient comfort. Individual level factors relate to a person’s attitudes, beliefs 
and practices as they pertain to the collection of sociodemographic information.  Two critical 
actors in the process of data collection are the patient who is being requested to disclose and the 
health service personnel who is requesting the information. The interaction may be fraught with 
conflict if supportive conditions are not present to foster the exchange of information. Staff and 
patient comfort with data collection were important considerations across all studies. Frontline 
staff expressed discomfort with data collection because of perceptions that it would provoke 
negative reactions from patients. (77,80,82–84,100,111,112,115) Consistent with this view, some 
patients felt uncomfortable however several studies (91,110,111) also suggested that patients 
were willing to disclose particularly if they were provided with a clear explanation of the reasons 
for data collection and how it would be used. Among some care providers, there was uncertainty 
about whether the information was relevant or useful in the delivery of care. An argument was 
advanced that all patients should be treated equally and provided with high quality care.(111) 
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Training of data collectors was endorsed across studies as an important strategy to increase staff 
knowledge, skills and confidence in requesting the information. 
Training. A cross cutting factor that supported implementation of sociodemographic data 
collection was training for staff. (79–82,84,97,98) Some studies emphasized the need for training 
at all levels to ensure that the importance of data collection was appreciated. Approaches to 
training varied but almost invariably focused on explaining the rationale for data collection and 
providing scripts for data collectors about how to request information in a culturally sensitive 
way as well as suggestions about how to respond to patient concerns. (84,94,114) 
Patient education. A few studies also pointed to the importance of patient education to 
increase public awareness about the benefits of data collection and its role in improving the 
quality of care. (78,83,85,88,111) This strategy recognised patient discomfort originating from 
lack of knowledge about why the information was being requested. Issues related to trust in 
organizational motives for data collection particularly among racialized groups were also 
identified as barriers.(77,78,85,96,111) 
Perceived legal barriers. In some studies, the legality of sociodemographic data collection 
was disputed. (77–79,90) There was a misunderstanding that health care organizations were 
prohibited from collecting sociodemographic information when legal statutes actually supported 
data collection. (121) Participants also expressed concerns about privacy and confidentiality of 
information. 
In several studies, patient confusion about the definition of race and ethnicity affected data 
collection. (80,97) In the USA, the standards established for collection of race/ethnicity data by 
the Federal Office of Management and Budget (OMB) recommend a single ethnicity question 
that ascertains whether an individual identifies as Hispanic/Latino, followed by another question 
pertaining to their racial group. Some persons who identify primarily as Hispanic do not 
appreciate why the second question is needed and may refuse to answer.(124)  This conflict may 
arise because the individuals identify with multiple racial groups or primarily identify as 
Hispanic rather than belonging to any racial group. (124) This begs consideration about the 
options provided in a data collection effort and whether they will be perceived as acceptable and 
appropriate by the individuals from whom data is being requested. 
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 Studies were fairly consistent in demonstrating a pattern of multilevel influences on 
sociodemographic data collection. An overview of sociodemographic data collection challenges 
in 2004 pointed to similar factors.(92) Patient and provider factors were a common denominator 
across studies. The need for nimble information technology systems that can accommodate the 
standardized response options was also noted. Although requiring greater advocacy and political 
will, enacting structural levers to support the collection of sociodemographic data is a strategy 
that can be effective.in acute and ambulatory settings. 
The majority of studies in this section were designed for quality improvement including 
organizational development and learning about what works in a particular context. Consequently, 
they were descriptive in nature and sometimes lacked methodological rigor. Most studies had a 
clear description of the research objective. Both qualitative and quantitative studies often 
described the participants and approach to sampling and data collection.  However, details of 
analytical techniques were often scant. The two reviews (82,92) that were included did not 
provide details about the identification of studies, methods of data abstraction and analysis. 
While neither claimed to be a systematic review, it would have been helpful for more details to 
better assess the study’s quality. 
Among qualitative studies, the relationship between the researcher and participants was not 
adequately considered. For example, information about the researcher’s role and potential for 
bias was not critically examined. Additionally, few studies provided information about measures 
to promote credibility and trustworthiness of results. 
Quantitative studies often applied surveys of health care organizations. Response rates were 
invariably low and affects generalizability of the results to the target settings. In some instances, 
the study was conducted at a single site that may not have been representative of others with the 
same characteristics. Small sample sizes also made it difficult to conduct subgroup analyses. The 
information provided by survey participants about their data collection practices was not verified 
for accuracy in most cases. In studies with pre- post implementation designs, there were no 
comparative controls to allow for an assessment of whether any changes could be attributable to 
the project.  
The majority of studies were descriptive and imbued a low level of confidence in findings 
based on the methodological quality. However, the consistency among studies conducted in 
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various countries using different methods provides valuable insight into factors that enable or 
hinder collection of data pertaining to race, ethnicity and primary language.  
2.6.1.2 Gender identity and sexual orientation 
 There is a growing body of research that points to health disparities among sexual and 
gender minorities.(125)  Mayer and colleagues (126) purport that health disparities experienced 
by sexual and gender minorities may be related to the following factors: 1) delayed care seeking 
due to fears of discrimination; 2) inadequate numbers of providers who are trained to provide 
competent LGBT care; 3) structural barriers that impede access to health insurance and 4) lack of 
culturally appropriate prevention services. In recent years, there has been increasing interest in 
the collection of gender identity and sexual orientation (SOGI) data. The Institute of Medicine 
(IOM) has recommended the collection of data pertaining to gender identity and sexual 
orientation in all federally funded population health surveys as well as documented in the 
electronic health record. (127)  Federal guidelines require that all meaningful use certified 
electronic health records include provisions for collection of gender identity and sexual 
orientation data and is consistent with policy recommendations of the Joint Commission on 
Accreditation (JCAHO).(128) These structural levers provide support and foster collection of 
SOGI data in health care settings. 
 There were five studies (116–120) that explicitly explored  barriers and facilitators of 
collection of SOGI data. Although a recent integrative review (129) was identified that examined 
patient perceptions of being asked about sexual orientation in health care settings, it did not 
address barriers and facilitators. All of the studies had been conducted within the past five years 
and incorporated patient perspectives in all but one study. Methods applied across studies 
included either interviews, surveys or a combination of both methods.  
Similar to studies exploring REL data collection, most identified factors at the 
organizational or individual levels One study (117) affirmed the existence of multilevel 
facilitators that were described as ‘personal’, ‘environmental’, contextual/interactional’ and 
‘political’ factors. In this study, transgender participants endorsed the importance of national and 
institutional policies that protect privacy and penalise discrimination against sexual and gender 
minorities. 
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At the organizational level, the importance of leadership support and commitment was 
underscored.(119) In a study by Callahan and colleagues, a task force was established to chart the 
course for planning the inclusion of SOGI data in EHR.  One of the activities that galvanised 
efforts of the task force was navigating the process to be recognized by the Human Rights 
Campaign as the first leader in LGBT health care equality. In this initiative although these was 
initial resistance, over time it gave way to support and spawned several complementary 
initiatives. 
The need for education and training to prepare clinical providers and other staff for their 
respective roles was endorsed across studies. (116,117,119) The availability of educational 
resources for both providers and patients was also thought to facilitate data collection.   
Consistent with other studies, information technology infrastructure was either a facilitator 
or barrier to SOGI data collection. In one study, the EHR did not have the capacity to include 
provisions for preferred pronouns and gender identity.(120) 
It was also noted that the availability of self-identified LGBT-friendly providers added to 
the comfort of gender and sexual minority patients. (117,119) This feature contributed to a 
LGBT-friendly environment that also had inclusive signage and brochures. 
  Another factor that encouraged disclosure was a universal approach to SOGI 
collection.(117) Participants felt that data collection should be normalized as other 
sociodemographic information. This is consistent with perceptions that LGBT did not want to be 
singled out for data collection as this was seen as a stigmatizing experience. Despite welcoming 
data collection, participants also wanted assurances of privacy and confidentiality of their 
responses.  It was also recommended that multiple modalities for data collection be allowed 
including the option to disclose SOGI but opt out of having it entered into the records.(119) 
 At the individual level, factors were similar to those explored for collection of REL data. 
Patients who understood the reason for data collection and perceived that the information was 
relevant to medical care were more inclined to favour SOGI collection.(116,117) It was 
anticipated by providers that patients would be reluctant to disclose SOGI data. This was in stark 
contrast to patient perceptions. Some providers also expressed discomfort with requesting SOGI 
 72 
 
data. This was partly based on concerns about causing offense however some providers argued 
that high quality care was delivered to all patients hence it was irrelevant. (116,119) 
 Some patients expressed  concerns about protection of privacy for SOGI data.(116) Other 
patients feared negative consequences of data collection including discrimination and 
implications for health insurance coverage. (117) 
 In terms of quality assessment, the majority of studies satisfied the criteria and 
documented a clear aim, described approaches to sampling, methods of data collection and data 
analysis. The notable exception was the study by Callahan and colleagues where these aspects of 
the study were not explored.(119) Limitations in sample size and response rates affected 
generalizability of findings. (117,120) Further, participants’ responses reflect the context in 
which they were obtained. Hence it may not be wise to expand to vastly different settings It was 
also noted that studies did not consider prior experience with discrimination and how that 
influenced perceptions of SOGI data. 
 There were similarities between studies that described implementation of REL and SOGI 
data. Both confirmed multilevel influences and captured patient and provider perspectives in 
order to fully understand concerns and preferences. The review points to particular strategies 
such as staff training, patient education and strengthening information technology infrastructure 
that increase chances of successful implementation. This information is useful to guide program 
developers to a plan that responds to local needs. 
 This chapter has reviewed global developments that ground work related to social 
determinants of health. It has also examined social screening tools that have been developed to 
capture sociodemographic data. Clinical interventions to address social determinants have been 
explored to guide practical actions. Finally studies that described enablers and barriers to 
collection of REL and SOGI data were assessed in order to understand the salient conditions that 
support institutional change. Together, the chapter establishes the foundation for decisions 
pertaining to design as well as signposts approaches to data collection and analysis.  
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CHAPTER THREE 
CONCEPTUAL AND THEORETICAL FRAMEWORKS 
3.0    Introduction 
 This chapter focuses on the theoretical and conceptual approaches that underpin the study. 
This includes a description of the project’s logic and theory of change in order to facilitate 
understanding of the mechanisms that were expected to be activated during implementation. 
Relevant theories of implementation are also discussed to explore potential contextual factors that 
facilitate and hinder sociodemographic data collection in local health care settings. 
3.1 Theories of social causation of poor health 
 The collection of sociodemographic information and its application in social risk 
assessment and intervention is undergirded by multiple theoretical perspectives that are 
reinforcing and complementary. Available theories of social causation explore the mechanisms 
and complex pathways that manifest downstream as poor health in individuals and communities 
and suggest opportunities for multilevel interventions. The central tenet is that conditions of daily 
living and the structures that give rise to and perpetuate these conditions are the fundamental 
causes of differences in health status between groups characterized by variations in social 
status.(6) As a corollary, action to reduce health inequities must tackle social determinants in 
order to achieve optimal health for all.  
The ecosocial theory of disease causation (8) posits that social inequalities in health are 
biological expressions of unequal social relations.  Further explication of the underlying pathways 
in the production of health inequalities also considers the role of social stratification. Social 
stratification (130) engenders differential exposure and vulnerability to health damaging 
conditions and results in differential consequences of ill health for more or less advantaged social 
groups (Figure 3-1).  The sociodemographic questions (proxies for social determinants) assessed 
were therefore key social stratifiers in accordance with this framework.
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Reproduced with permission from Pediatrics Vol. 124, Page 167, Copyright© 2009 by the AAP 
Figure 3-1: Diagram showing relationship between social stratification and health outcomes. 
 
Figure 3-1 suggests multiple points of interventions to reduce health disparities by 
decreasing exposures, vulnerability and preventing unequal consequences of illness. The 
evaluand had two main components that included: 1) collection of information about selected 
social stratifiers (study’s proxies for social determinants of health) and 2) application of 
information at individual or aggregate level to improve care. These components when viewed and 
operationalized according to this framework reflect the pathway from identification of social 
stratifiers, assessment of implications for exposures and vulnerability and determination of 
opportunities to intervene either through decreasing vulnerability or the consequences of poor 
health. In this study, each case (health care setting) identified primarily with a particular 
application of the sociodemographic information. The various types of health interventions to 
address social determinants are explored in the next section. 
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3.2   Conceptual frameworks for interventions to address social determinants  
        in health care settings 
Gottlieb and colleagues (16) have proposed a concept map to guide health care 
organizations in three tiers of intervention to mitigate the effects of social determinants of health. 
In this framework, there are individual level interventions that directly impact patient’s social 
circumstances; institutional interventions that target populations served by health care 
organizations and community or societal level interventions including political advocacy and 
research. The collection of sociodemographic information is an important precursor for social 
risk assessment and application in delivery of care. 
Several examples of how data on social determinants can be applied are illustrated in  
Table 3-1. Sociodemographic information can be used to adjust risk in traditional calculators or 
clinical screening recommendations/algorithms. (16) It can also inform patient referral to needed 
support services. Targeted programs informed by knowledge of the sociodemographic profile and 
needs of the patient population are an example of institutional level interventions. (16) At the 
community level, health care organizations can advocate for healthy public policy that transforms 
community social conditions.(16)  
Table 3-1: Examples of potential interventions to mitigate the impact of social determinants 
Level Examples of interventions 
Patient 
(Individual) 
• Address language access barriers through medical interpreters 
• Appropriate use of gender neutral language. 
• Adjustment of risk in clinical calculators/algorithms. 
• Referral to support services (e.g. social safety net and income support 
services) 
Institutional • Identify health disparities by stratifying process and health outcomes by 
sociodemographic characteristics. 
• Develop targeted programs to address unique needs of specific 
populations 
Community • Health care organizations can be agents of change through advocacy for 
policy reform and community needs assessment. 
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3.3   The initiative - We Ask Because We Care 
Increasing recognition of the paucity of sociodemographic information being captured in 
local health information systems and missed opportunities to deliver patient centred and equity –
oriented care stimulated interest in implementation of an initiative to enhance the collection and 
application of sociodemographic data. A small team within the Public Health Observatory of the 
Saskatoon Health Region worked to plan and implement the initiative in three pilot sites 
throughout the regional health authority. 
The project architects had a broad vision that included enhanced standardized 
sociodemographic data collection and its application in the delivery of care. Two main 
components of work required the development of a tool/instrument to capture sociodemographic 
data during health care encounters and provisions to incorporate the sociodemographic 
information into social risk assessment and intervention. An ideal pilot site would implement the 
initiative to its full scope with clinical application in patient care to mitigate underlying social 
determinants that are barriers to the patient’s achievement of personal health goals.  
This section presents a detailed description of the initiative and its respective components 
as it was intended to be implemented. The rationale for project activities is explained and the 
relationships between the various phases are visually represented. It also advances the argument 
for why particular outputs and outcomes were measured. 
A theory was developed that conveyed the project’s logic and clarified the mechanism by 
which the activities should produce the expected results. The project theory is an invaluable tool 
for guiding the design of an evaluation and serves to focus research questions and identify 
plausible performance measures.(131) The following section describes the sequence and rationale 
for the project activities as well as anticipated outputs and outcomes. It represents the ideal 
process model against which all site implementations were compared. 
The initiative’s underlying premise was that patients/clients had unmet social needs and the 
medical encounter was an appropriate setting to identify and address those needs. The designers 
posited that collection of patient level information on social determinants was a catalyst and 
precursor for inclusion in patient assessment by providers who then instituted the appropriate 
measures as an integral part of the patient’s care and treatment plan. Professional bodies such as 
the Canadian Nurses Association (132) and Canadian Medical Association (133) support the 
provider in this expanded role. 
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Further, a better understanding of patient social context potentially allows for the delivery 
of care that is safe, effective as well as patient centered and equity-oriented. However, these 
service related outcomes are only possible if sociodemographic data collection is feasible and 
acceptable in the local context. Hence implementation outcomes must precede service-related 
outcomes. 
There were two critical assumptions implicit in the project design. The first was that it was 
feasible in the local context to collect sociodemographic data in health care settings. Secondly, 
clinical application would require that providers be willing to integrate sociodemographic 
information into patient care and treatment pathways. The body of research on sociodemographic 
data collection and clinical application pointed to a number of potential obstacles that challenged 
these assumptions. 
Public opinion of sociodemographic data collection. Research related to public opinion 
about data collection in Canada presents a mixed picture. The culture of information sharing in 
health settings has traditionally excluded more ‘sensitive’ sociodemographic questions.  A few 
studies (134,135) suggest that there is a gradient of respondent comfort depending on the social 
determinant. Additionally, while the benefits of data collection on social determinants are 
somewhat appreciated by providers, patients may share disparate views. (134) Some patients may 
perceive that sociodemographic data collection has no bearing on clinical care, therefore has little 
relevance. For these individuals, data collection represents an invasion of privacy. In racialized 
groups, requests for information about social determinants may be met with resistance because of 
fear that the information once collected will be used to discriminate against them and adversely 
affect receipt of care. (135)  
Health service personnel attitudes to sociodemographic data collection. Patient 
reluctance is also compounded by staff apprehension about collection of information of this 
nature. Providers’ knowledge of the impact of social determinants of health and appropriate 
interventions is important for clinical integration of sociodemographic data. There is limited 
evidence that providers acknowledge that they have a role to play in tackling social determinants. 
However, barriers such as the time to explore these complex issues and confidence that they have 
the resources to address any needs that are identified during the visit often deter them from 
engaging patients in these domains. (136,137) 
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These two factors that pertained to patient/client willingness to disclose personal 
information and health service personnel attitudes to data collection and application were the 
major foci for project activities as they represented key outputs needed to achieve the 
implementation outcomes. Patients/clients needed to appreciate why the information was being 
collected and how it would be beneficial to their care. Similarly, health service personnel needed 
to understand the rationale for data collection, have the inclination and knowledge to 
appropriately incorporate the information into patient assessment and possess the ability to 
overcome perceived barriers to adoption of the target behavior. Injunctive norms such as patient 
expectations that health service personnel will ask about sociodemographic information also 
contribute to a supportive environment that fosters positive change. 
Training. The Canadian experience with sociodemographic data collection in health care 
settings is limited. However, two projects with varied degrees of success with sociodemographic 
data collection confirmed that high quality training of data collectors was critical to successful 
implementation.(46,47) In these projects, data collectors who were knowledgeable about the 
rationale and patient benefits associated with data collection were able to overcome their 
apprehension and successfully engage the client/patient. 
Training was an important activity in the program theory. Through training, data collectors 
develop the skills and confidence to persuade the patient to share sociodemographic information. 
Training directed at care providers also needed to address barriers related to knowledge of local 
community resources for identified social needs. The project team developed appropriate 
education and training materials to respond to these different needs in the various project sites.  
Patient education/awareness. The project developed posters and brochures that were 
adapted to each project site. These were the main information, education and communication 
materials that were employed to increase patient/client awareness about why they were being 
requested to provide sociodemographic information. There was skepticism by health service 
personnel that these communication strategies would be effective in their patient populations.   
Education materials were designed to support patient disclosure by providing information 
about benefits of sociodemographic data collection and addressing concerns about any associated 
risks. It also addressed specific myths such as the legality of collecting sociodemographic 
information in health care settings. These materials were intended to support trained and 
knowledgeable health service personnel who were adequately prepared to respond when 
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patients/clients requested further information about data collection. The intent was also to 
influence salient beliefs surrounding the norms of data collection in health care settings. (138)  
Discussions with stakeholders also raised concerns about the fact that registration was not 
considered value added by the patient/client. Hence, the current trend has been to reduce the time 
spent in this activity. The addition of new fields would in theory lengthen the process, however 
consideration was given to inclusion of a minimum number of questions that would allow for 
meaningful needs assessment and not impose a heavy participant response burden. It was also 
considered whether to reserve more sensitive questions for providers who have a therapeutic 
relationship with the patient and who are more likely to be successful in eliciting a response. 
(139) 
The full scope of project implementation considers clinical application of 
sociodemographic information. However, in one project site, sociodemographic information was 
not applied at the individual level at the point of care. The aggregate data was used to inform 
program planning for immunization services. Despite this variation, the mechanisms discussed 
previously for increasing staff capacity to collect sociodemographic information as well as 
patient/client engagement to increase awareness were equally relevant. Improvements in service 
and patient outcomes at the level of the population can also result from application of 
sociodemographic data.  
Social determinants influence health outcomes through multiple pathways. More distal 
outcomes require a longer time to be achieved than the pilot project’s life span. It is anticipated 
that other types of evaluation will be conducted as the initiative matures. These studies would be 
better positioned to assess more distal service and patient outcomes. This research focused 
specifically on the process of implementation including the outputs of project activities and early 
implementation outcomes related to feasibility and acceptability of standardized 
sociodemographic data collection across diverse health settings. This was commensurate with the 
maturity of the initiative as well as considered the resources that were available (time, funding 
and personnel). 
The project’s logic model illustrates the inputs, activities, outputs and outcomes that link 
the goals and objectives of the initiative to the intended results (Figure 3-2)
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3.3.1   Theories of implementation 
The project team hypothesised that implementation of the initiative would be context 
dependent. Consequently, we sought to understand the contextual factors that facilitated or 
hindered implementation of standardized sociodemographic data collection across three urban 
health care settings. This provided insight about salient conditions that are necessary to foster 
standardized sociodemographic data collection across similar health care settings. We recognized 
that perspectives of various persons at different levels of the health service organizations were 
critical for understanding an inherently complex process; however we needed to ground our 
exploration of these factors in the appropriate theoretical frameworks. This section describes 
relevant theories related to processes of implementation as applied to the study. Key constructs 
are defined and operationalized as well as the implications for measurement are discussed. 
The literature related to implementation science as well as organizational change were 
potential sources for appropriate theoretical frameworks that could be applied to the study. A 
recent review (140) of change management literature in health care identified common elements 
across theories including environmental circumstances, organizational harmony, power dynamics 
and organizational capacity. In addition to these components, the review also proposed that two 
additional factors, namely the nature of the change and process of change were also important in 
any change initiative.(140) However, the authors cautioned against prescriptive approaches to 
change management and emphasized that no single or combination of elements are sufficient to 
achieve change. Further, they called for more research about most appropriate models of change 
and the nature of resistance to change in Canadian health care. (140) Given the review’s 
assessment of the organizational change literature related to change management in healthcare, its 
focus on system-level factors and considerably more familiarity with the implementation science 
literature, it was decided to focus on applicable theories available in the latter area.  
In this study, implementation was operationalized as any concrete actions taken by the 
organization to actualize the proposed change – standardized sociodemographic data collection. 
The study applied concepts in implementation science to understand how to successfully collect 
sociodemographic information and use it to improve patient care. Implementation science is 
defined as ‘the scientific study of methods to promote the systematic uptake of research findings 
and other evidence based practices into routine use to improve the quality and effectiveness of 
health services and care’.(141) In the field of implementation science, implementation is viewed 
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as part of a continuum that also includes diffusion and dissemination. It focuses on how to use an 
innovation to produce the desired results. The application of implementation science was 
appropriate to pursue the objectives of this study and gain insight about the process of 
implementation and associated barriers and facilitators. 
This formative evaluation assessed the process of implementation across different contexts 
to identify effective approaches to sociodemographic data collection. Under real-life conditions, 
participant characteristics and perceptions as well as organizational contexts will vary between 
institutions. Although limited Canadian experience suggests that sociodemographic data 
collection is feasible, it is important to understand which implementation strategies work, for 
whom and under what conditions in the local context. 
Several theoretical approaches (142) have been applied to understand implementation 
outcomes. Nilsen (142) has reviewed the body of implementation research and proposed a broad 
classification of approaches into five categories that include process models, determinant 
frameworks, classic theories, implementation theories and evaluation frameworks. These 
categories are not always easily distinguishable and approaches have been borrowed from many 
other disciplines. (142) Among the subgroup of determinant frameworks, the Consolidated 
Framework for Implementation Research (CFIR) offers a comprehensive taxonomy of constructs 
that have been applied to study implementation of complex programs. (143) The framework has 
five domains including characteristics of the intervention, outer setting, inner setting, 
characteristics of individuals and the process of implementation. (143)  In this study, the 
framework was treated as a ‘menu of constructs’ to systematically identify potential influences 
for consideration in the study. The use of previously defined and operationalized constructs was 
practical and also allowed for framing the results in a way that enabled comparison with other 
studies. (144) 
The five domains of the Consolidated Framework for Implementation Research cover 
multiple levels of influences although it does not offer causal mechanisms or specific 
implementation outcomes. (145) The authors of the framework have applied a rating process to 
reflect the valence and strength of the CFIR constructs.  This approach has often been used to 
differentiate between facilities with different implementation success. (145) 
Each domain of CFIR is briefly described. The characteristics of the intervention refer to 
the specific qualities that make it desirable including adaptability, trialability, cost, relative 
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advantage conferred by implementation and evidence that the intervention can result in the 
desired outcomes. (145)The outer setting relates to factors external to the organization including 
any policy directives or incentives, peer pressure to implement due to competitive advantage and 
awareness and concern for patient needs and the barriers and facilitators to meeting those needs. 
(145) The inner setting focuses on the organization and considers its structural characteristics, 
norms and values (culture), implementation climate, learning climate and readiness for 
implementation. Within the latter, leadership engagement and resources for implementation are 
considered.(145) The domain related to characteristics of individuals pertains to individuals’ 
knowledge and beliefs about the intervention, their self-efficacy, their individual stage of change 
and other personal attributes. (145) The final domain explores the process of implementation and 
includes planning, engagement of appropriate individuals, executing the implementation plan and 
reflection and evaluation. 
In a recent systematic review, Chaudoir et al. (146) also outlined a multilevel conceptual 
framework that identified many overlapping constructs in addition to patient level factors that are 
hypothesised to result in implementation outcomes. This framework offered additional elements 
that were thought to be important for the study. (Figure 3-3) The nesting of factors within broader 
levels is significant as it reminds us of the interconnectedness of the different factors. The 
intention was not to collapse an inherently complex process into fixed attributes that ‘work 
everywhere’ but to show how these attributes operate in different environments to facilitate or 
hinder implementation. 
Chaudoir et al. (146) also described measures that had been used by included studies for 
various factors and the implementation outcomes that had been assessed. The implementation 
outcomes were based on a typology by Proctor and colleagues (147) that includes acceptability, 
adoption, appropriateness, cost, feasibility, fidelity, penetration and sustainability. The most 
common implementation outcome assessed in studies was adoption. Only a few studies assessed 
fidelity and none of the included studies explored implementation cost, penetration or 
sustainability. Although, the specific implementation outcomes of interest in this study were not 
necessarily those commonly assessed by other studies in the Chaudoir review, the tendency to 
assess early implementation outcomes was equally relevant to this study. Consequently, the 
factors identified in the conceptual framework were explored in this study. Figure 3-3 illustrates 
the framework components. 
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Reproduced with permission from Chaudoir et al. 2013 (146) 
Figure 3-3: Multilevel framework predicting implementation outcomes 
 
This chapter describes key theoretical and conceptual frameworks that have been applied to 
the study. Important constructs have been defined and their relationships explored in the context 
of the program that was implemented. With an understanding of theoretical foundations for the 
study, the reader can appreciate the methodological decisions that will be discussed in the next 
chapter. 
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CHAPTER FOUR 
METHODOLOGY 
4.0 Introduction 
           The thesis is an evaluation of the implementation of an initiative to collect standardized 
sociodemographic data across three urban health care settings in Saskatoon, Saskatchewan, 
Canada. This chapter explains the rationale for the methodology and design strategies that were 
used as well as provides a brief discussion of their application to the field of evaluation. There is 
an exposition of the methods and procedures that were employed including data collection tools 
and participants. This is followed by a detailed discussion of analytical approaches within and 
across cases. The strengths and limitations of the study are discussed as well as ethical 
considerations. 
4.1   Project coordination 
   The scope of project activities required a project team to oversee and coordinate the various 
activities. Team members and their roles and responsibilities included: 
• Principal Investigator (CN): Chief Medical Officer and Associate Professor in the 
Department of Community Health and Epidemiology who provided overall project 
supervision, advice about research design and project advocacy. 
• Project Coordinator (LM): Manager/Epidemiologist who served multiple roles including 
project coordination, logistical support, project advocacy and stakeholder engagement, 
content expertise related to equity and social determinants of health and advice on tool 
development.  
• Policy Advisor/Knowledge Translator (EB): She provided support with advocacy and 
stakeholder engagement, training, design of implementation aids 
(posters/brochures/training materials), advice about tool development and project 
implementation. This team member has experience with social science research and 
qualitative research methods but also has content expertise related to clinical interventions 
to address social determinants of health. 
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• Research Officer (MB): This team member has experience with social sciences research 
and has applied both qualitative and quantitative research methods. She provided advice 
about evaluation design, data collection tools as well as assisted with data collection, data 
entry, analysis and case report writing in selected sites. 
• Student Researcher (HWR): Thesis author who was involved from the inception of the 
project. She performed multiple roles including designing tools and assisting with 
stakeholder engagement. HWR also prepared ethics applications for approval by the 
Research Ethics Board. Her main contribution was project evaluation with responsibility 
for planning and implementation of data collection, analysis and report writing. 
The team met regularly throughout the project to make critical decisions. In each site, there 
was also an implementation team or focal point person who collaborated with the project team to 
plan logistics and ensure smooth implementation. 
4.2   Philosophical orientation  
A researcher is encouraged to develop an awareness of his/her epistemological position as 
part of the ‘distinct hierarchical levels of decision making within the research process’. (148) 
This foundation influences the motivation and expectations of the researcher and facilitates 
congruence with choice of methodology and methods. (148–150) The author’s epistemological 
orientation was motivated by commitment to congruence between the research questions and data 
collection methods. Based on this overarching consideration, the research was positioned within 
the philosophical assumptions of pragmatism. Pragmatism (151) rationalizes the choice of 
methods based on ‘what works’ given the research question and the purpose of the research. It 
averts tension created by attempts to integrate diametrically opposed paradigms based on 
fundamentally different assumptions about the nature of knowledge. Consequently, it represents a 
practical and applied research philosophy. 
The annals of history describe three epistemological positions that represent a continuum in 
the spectrum from objectivity to subjectivity.(148) In more recent times, pragmatism has 
emerged as a contested fourth position and the underlying philosophy for mixed methods 
research. (151) While the research community remains divided by ‘paradigm purists’ who insist 
that   that the vastly different paradigms that underlie qualitative and quantitative methods 
preclude compatibility, the pragmatist position arose as a counterargument to the incompatibility 
thesis.(152) Denzin’s introduction of the concept of triangulation also paved the way for 
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acceptance of mixed methods research The utility of mixed methods research is one of its greatest 
appeals. When strategically combined, qualitative and quantitative methods are complementary 
and exploit the strengths and overcome the limitations inherent in each approach. In this research, 
multiple sources and methods of data collection were employed including patient/client and key 
informant interviews, focus group discussions with service delivery personnel and chart reviews 
of provider practices depending on the project site. The complexity of the phenomena demanded 
a variety of methods to fully comprehend the observed patterns and multiple contexts. The use of 
mixed methods was aligned with the pragmatist view that places the research question(s) as the 
central focus and selects methods that best address the problem. 
Among pragmatists, there are different views (151) about whether the mixture of methods 
also reflects a similar blending of the underlying philosophical assumptions of each method. 
There are those who adopt an ‘a-paradigmatic’ stance and ignore underlying philosophies. Their 
research is driven only by the methods that are deemed most appropriate without loyalty to a 
particular epistemology. Other scholars advocate for a single paradigmatic stance that supports 
the use of qualitative and quantitative data collection methods but rejects the forced dichotomy of 
post-positivism and constructivism instead embracing both or an intermediate position. While 
others propose a dialectic stance that considers the value of all paradigms but see them as only 
partial world views. Another group of scholars hold the view that multiple paradigms may be 
applied to diverse mixed methods designs. This author most readily identifies with the moderate 
view of a single paradigmatic thesis that harmonises world views and intentionally engages 
quantitative and qualitative methods in an effort to provide meaningful answers to perplexing 
problems. 
The author identifies with the sentiments expressed by Tashakkori and Teddlie (151), 
‘Study what interests and is of value to you, study it in the different ways that you deem 
appropriate, and utilize the results in ways that can bring about positive consequences within 
your value system’. Ultimately her penchant for equity research is inextricably linked with a 
desire to contribute to the development of meaningful solutions to vexing public and population 
health problems. Her values prioritize the flexibility to address the research question with the 
techniques that are appropriate without being constrained by a prior intellectual commitment to a 
philosophical position. Both subjective and objective knowledge are useful and the choice should 
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be dependent on the question as well as the competence of the team to execute particular 
approaches. 
Morgan (153) advances an argument for the legitimacy of pragmatism beyond the 
practicality that has become associated with its use in mixed methods research. He clarifies that 
pragmatism is also about ‘why we do’ and not merely the ‘how we do’ aspects of the research 
design. Drawing on Dewey’s concept of inquiry, he constructs a process-based philosophy of 
knowledge with inquiry as the defining process. (118) He drifts away from a metaphysical 
emphasis on abstract concepts of ontology and epistemology, an idea that this author finds very 
convincing.  According to Morgan (153), pragmatism is able to reconcile the differences between 
the various approaches to research. It treats the differences as ‘social contexts for inquiry and as a 
form of social action rather than abstract philosophical systems’. (153) 
4.3 Research strategy 
A pragmatic orientation paved the way for selection of a flexible strategy that addressed the 
research objectives. It was recognized that implementation of sociodemographic data collection 
was context-sensitive. In order to understand how and why events occurred, multiple sources 
were required to capture the varied perspectives. Several of these requirements pointed to a case 
study as an appropriate strategy. 
There is controversy about the classification of case study as methodology, meta-method or 
research strategy. (154–156) The author wrestled with these notions and wondered whether it was 
more a matter of semantics than diametrically opposed concepts. In this research, ‘case study’ 
was most aptly considered an overarching research strategy that allowed for examination of a 
complex process that was inextricably linked to the context of implementation. In this regard, the 
perspective of Yin was embraced as case study does not propose a specific approach consistent 
with a methodology and it is more than a tool/instrument for data collection. 
4.3.1 Why case study? 
According to Yin (156), it is appropriate to consider a case study research strategy when 
‘how and why’ questions are posed about processes and outcomes of an intervention. This study 
sought to explore two early implementation outcomes (feasibility and acceptability) of an 
initiative to collect standardized sociodemographic information across three local urban health 
care settings. The evaluation focussed on the process of implementation as it was most 
appropriate given the maturity of the initiative. It was important to understand how and why 
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implementation of the initiative proceeded in each site through an examination of the perceptions 
and experiences of different groups of participants. The rich detailed accounts from multiple 
perspectives provided a contextualized understanding of the project in each site. This approach 
offered the opportunity to examine similarities and differences across project sites and appreciate 
implications for future adaptation. Finally, there was limited control over events at project sites as 
a result of the real world context of implementation hence an experimental design was not 
practical. 
The utility of case studies in program evaluation has long since been recognized. (156,157) 
Appreciation for case studies has also grown because of the need to understand increasingly 
complex social interventions in their real-life contexts. The implementation of sociodemographic 
data collection was context sensitive. The form of the initiative was adapted to the site with 
standardization of the function. This diversity increased complexity and required a flexible 
evaluation approach that could address the research questions. There has been interest from other 
sites and it is anticipated that work will continue. This approach can serve as a scaffold for other 
applications of the tools developed. Whatever the specific application, case studies make a 
distinctive contribution as a research strategy for empirical inquiry.  
Robert Stake and Robert Yin (154,156) are two seminal writers on the subject of case 
studies. While there are similarities, each author’s perspective is influenced by their 
epistemological orientation and motivation for their works. Both authors acknowledge that the 
focus of inquiry may be a single case or multiple cases. Yin (156) however uses the unit of 
analysis to further subdivide each type into holistic or embedded cases. In the holistic case, the 
analysis focuses on a macro level entity such as the program as a whole in contrast to embedded 
cases where subunits are emphasized.  In contrast, Stake (154) identifies case studies by the 
‘intent’ or motivation for the case study. In his typology there are intrinsic, instrumental and 
collective case studies. The intrinsic case study is one in which the case is of primary interest for 
its own sake because of some unique or interesting quality and the researcher is less concerned 
about generalization to other cases. With the instrumental variety, the case is secondary and its 
selection illustrates the issue of interest. The collective case study is an extension of the single 
instrumental case because multiple cases are selected that illuminate the issue. (154) As a novice 
to case study, the author sees value in Yin and Stake’s perspectives as motivation drives the 
design phase when an appropriate case is identified for exploration. The type of analysis supports 
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the researcher’s intent and translates design logic into meaningful understanding of the case. 
Elements of both authors’ perspectives were used to give a comprehensive description of the 
approach in this study. A descriptive multiple-case study research strategy was particularly well 
suited to address the evaluation research questions about how and why events unfurled as 
observed. 
4.3.2 Case selection 
A case in this study referred to the process of implementation of sociodemographic data 
collection in a particular setting. There was an instrumental intent in the use of collective case 
studies. Different sites reflected variation in context and processes of implementation of 
sociodemographic data collection. All existing cases were studied. Within cases, an embedded 
analysis of subunits was used to describe the perceptions and experiences of various groups of 
participants who were either recipients or providers of services or key decision makers who 
presided over administration of the project. 
 There were three cases in this study comprised of implementation at West Winds Primary 
Health Centre (urban, public sector); Sexual Health Centre Saskatoon (urban, community based 
organization) and St Paul’s Hospital (urban, independently affiliated hospital). While 
representing vastly different contexts, the potential for transferability of results to other similar 
settings was a motivating factor for case selection.  
The next section orients the reader to the broader regional health context for the research. A 
detailed description follows of each project site and provides a context for understanding 
decisions related to the design and methods that were applied. 
4.3.3 Case study contexts 
Regional Health Authority Overview. Saskatoon Health Region is the largest Regional 
Health Authority (RHA) in Saskatchewan. (83) The region is accountable for services and 
programs delivered through 74 facilities including nine hospitals, 33 long term care homes and 
several primary care centres, mental health and addiction centres.(158) There are three tertiary 
care hospitals that serve as provincial referral sites for residents with advanced health care needs 
from across Saskatchewan.  The construction of the Children’s Hospital of Saskatchewan is 
scheduled to be completed in 2019. It will also be a referral site and support high quality care for 
the province’s children. The Saskatoon Health Region has been accredited by Accreditation 
Canada. (159) This is a continuous quality improvement process with the organization working 
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towards its milestones over a four year cycle that culminates with an external visit by the 
accrediting entity. 
Demography. The demographic profile of the Saskatoon Health Region mirrors that of the 
province with continued growth as a result of migration and natural increase. (160) The health 
region now accounts for over 30% of the total population of the province. Newcomers 
(immigrants and refugees) comprised almost 10% of the total population of the region in 2011. 
(161) Among recent immigrants, over one third (37%) were from the Philippines followed by 
China (7.9%) and India (5.3%). (161) Increasing cultural diversity has implications for provision 
of culturally competent care that respects patient values, beliefs and preferences. 
The province of Saskatchewan was originally inhabited by many Indigenous Peoples. As 
increasing numbers of European settlers arrived throughout the 18th and 19th century, treaties 
were entered into between First Peoples and the Crown that established rights to settle and 
develop the land in exchange for health and other benefits for Indigenous peoples.(162) The 
Saskatoon Health Region is located within Treaty 6 territory and traditional homeland of the 
Métis people and is obliged to respect the historic treaties and entitlements of First Peoples. (162) 
Indigenous peoples. Indigenous peoples account for 16% of the total population of 
Saskatchewan compared to 4% of the overall Canadian population. (87) Within the Saskatoon 
Health Region, Indigenous peoples comprise 10% of the population. (163) Among this group, 
there is an almost equal distribution of the proportion who identify as First Nations or 
Métis.(163) With respect to health and wellbeing of Indigenous peoples, there have been several 
memoranda of understanding between Indigenous stakeholders and the Saskatoon Regional 
Health Authority. Further, an Aboriginal Health Strategy (2010 – 2015) (164) was developed to 
guide priorities and actions to improve health outcomes for Indigenous peoples in the health 
region. There have been efforts to work closely with Indigenous communities and stakeholders to 
develop culturally appropriate programs that are more responsive to the specific needs of 
Indigenous peoples. The Saskatoon Health Region has also articulated its commitment to 
reconciliation and to implementation of the health related Calls to Action of the Truth and 
Reconciliation Commission. (165)  
West Winds Primary Health Centre. The West Winds Primary Health Centre, a 
publically owned and operated community facility was established in 2007.(166)  It serves a 
population of about 63,000 persons who reside in neighborhoods in the west and north of the city 
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of Saskatoon. This catchment area includes several inner-city/core neighborhoods that are among 
the most socioeconomically deprived in the health region. Despite a generally higher proportion 
of low income residents, gentrification of some areas have attracted a more diverse group of 
residents including seniors. (167) Increasingly, there are also many immigrant families who settle 
in the locale because of close proximity to amenities and more affordable housing costs. (167)  In 
2015, Canada’s Liberal government committed to resettlement of 25,000 refugees by the end of 
2016 as part of its humanitarian response to the Syrian crisis. The Saskatoon RHA also has 
welcomed an increasing number of Syrian refugees as part of the national resettlement 
commitment. The demographic and cultural mosaicism of the catchment area affects service 
needs and programs for the population. The full complement of primary health services are 
offered at the centre including maternal and child health, oral health, home visits, chronic disease 
management and health promotion. The Department of Academic and Family Medicine of the 
University of Saskatchewan also operates from the facility and provides primary care services for 
persons throughout the lifecycle. (166) 
In this site, the project was implemented across immunization clinics. The centre offers 
both drop-in and booked appointments for immunization. The drop-in clinic has been offered 
since 2011 and over time has increased in popularity. The clinic manager approached the Public 
Health Observatory (Saskatoon Health Region) for support to conduct a survey among clients to 
understand their service related needs and preferences. The serendipitous opportunity presented 
to include a subset of sociodemographic questions to provide a context for service-related results. 
This project site therefore served as a pilot for testing a subset of questions as well as field 
procedures. Although the information was not integrated at the point of care, the survey results 
were intended to inform service planning and assist management to deliver immunization 
services in a more responsive way that meets community needs and preferences. 
Sexual Health Centre. The Sexual Health Centre Saskatoon, formerly known as Planned 
Parenthood Saskatoon has been operating for more than forty years. The centre is a community 
based organization that envisions ‘a society where sexual and reproductive health and rights are 
celebrated and accessible to all’.(168) To achieve this goal, the centre provides sexual and 
reproductive health services with an emphasis on ‘safe, inclusive, empowering clinical care and 
education’.(168) A small multidisciplinary team provides counseling and testing for sexually 
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transmitted infections, pregnancy tests, cervical cancer screening, contraception counselling as 
well as counselling about various pregnancy options. A wide variety of information and 
education materials are available as well as a resource library. Various contraception methods are 
available at reduced costs including emergency contraception and free condoms. Sex toys can 
also be purchased from the centre. 
The centre is conveniently located in the heart of downtown Saskatoon and offers both 
drop-in and booked visits on various week days and evenings. Occasionally services are offered 
on the weekend subject to the availability of a physician. The clinical team composition includes 
a nurse practitioner, physician (rotational basis) and a laboratory/phlebotomy support person. 
Volunteers are an integral part of the institutional model and social work students provide options 
counselling during their practicum. There are also volunteers who perform 
administrative/reception duties and assist at fund raising events. There is a full time youth 
education counsellor who delivers outreach to youth at various institutions. The daily operations 
of the centre are managed by an executive director with support from one full time office 
manager. The director is accountable to a board that provides oversight, strategic direction and 
financing for the centre’s programs. Funding for the centre’s operations is obtained through 
grants, fund raising events and donations.   
The Sexual Health Centre Saskatoon has an active partnership with OUT Saskatoon. The 
latter is a queer and transgender friendly centre that provides support, information and education 
as well as sexual health services. A care provider from the Sexual Health Centre delivers 
screening and treatment for sexually transmitted infections at a weekly evening clinic. The two 
organizations also work together on community outreach and advocacy events. Each facility 
accepts referrals from the other centre to best meet the unique needs of their clients. 
Increasingly, potential donors to the Sexual Health Centre Saskatoon have requested 
additional information to characterize the needs of clients who access services. Only limited 
information was collected with service statistics including age, gender identity and sexual 
behavior.  The centre was motivated to participate in the project to better identify the social needs 
of its clients and improve the delivery of care. 
St Paul’s Hospital. The St Paul’s Hospital was established in 1907 by the Grey Nuns. 
(169) In 1999, ownership was transferred to Emmanuel Care (formerly Catholic Health Ministry 
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of Saskatchewan).  The institution has a unique governance structure as a result of its affiliation 
agreement with the Saskatoon Health Region.(169) Accountability for the institution’s 
performance is shared between the institution’s board and that of the Saskatoon Health Region.  
This arrangement allows the board to exercise its compassionate and religious mandate while 
delivering high quality care.  
The hospital offers acute and ambulatory care services including laboratory, diagnostic 
imaging, emergency care, and specialty outpatient clinics. The institution has a capacity of 230 
acute beds. It is recognized in the province as a centre of academic and teaching excellence and 
has established a local niche in the areas of chronic renal disease management, provincial 
transplant services and palliative care and hospice services.(169) 
The St Paul’s Hospital is located in Saskatoon’s core neighbourhood. (167) The facility is 
surrounded by several communities that are among the most socioeconomically deprived in the 
health region. There is a higher concentration of Indigenous peoples who reside in the 
communities surrounding the hospital. Consequently, the location of the facility may influence 
patterns of utilization by some socially disadvantaged residents. There are several other 
community facilities including White Buffalo Youth Lodge, Friendship Inn and Station 20 West 
that offer a wide range of health and social programs. Several stakeholders including Saskatoon 
Tribal Council (STC) and Central Urban Métis Federation Incorporated (CUMFI) collaborate to 
advocate for Indigenous peoples and strengthening of programming to address their unique health 
and social needs. The Aboriginal Health Strategy (2010-2015)(164) presented a situation analysis 
and identified a unified vision for Indigenous health, and strategies to improve health and care 
experience of the target population. 
The First Nations and Métis Health Service (FNMHS) operationalizes the plans articulated 
in the Aboriginal Health Strategy. The First Nations and Métis Health Council is the mechanism 
for shared accountability among Indigenous health stakeholders/partners for implementation of 
the Aboriginal Health Strategy.  Under the leadership of its director, the FNMHS offers cultural 
support, interpretation and navigation to patients/families at the three tertiary care hospitals. The 
project team who supported implementation of sociodemographic data collection worked closely 
with FNMHS to plan and conduct the study.  
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In December 2014, the Canadian Institute for Health Information (CIHI) issued a public 
release of hospital standardized mortality ratios for acute care institutions across Canada.(170) 
The hospital standardized mortality ratio (HSMR) is a key indicator of patient safety and quality 
of care. The metric considers the observed number of hospital deaths to that expected for a given 
hospital. In the 2013-2014 reporting period, the St Paul’s Hospital was the only hospital with a 
ratio above the national average (111 vs 100). (170) This finding caused much concern and 
prompted management to explore underlying reasons for the variation.  
In 2015, a Safety hoshin (Safer Every Day) was one of the initiatives designed to improve 
quality of care through reduction of preventable harm to patients and staff. (84) At St Paul’s 
Hospital, Lean processes and tools including rapid process improvement workshops (RPIW) 
were employed by frontline staff to address safety priorities. Sepsis was identified as one of the 
main contributors to inpatient mortality. Consequently, teams worked to improve early 
identification and management for patients at risk. While it was important to address clinical 
aspects of delivery of care, it was recognized that only limited information was available about 
patient social context that allowed for appreciation of events that led to their acute presentation. 
One of the recommendations of the safety initiative was to advance enhanced sociodemographic 
data collection to better understand the factors that affect access and presentation to care. 
The implementation of data collection related to Indigenous identity at St Paul’s Hospital 
supported First Nations and Métis Health Services in the delivery of cultural support and 
navigation services. The unit relies on surname and home community analysis of the daily 
hospital census to identify patients who are First Nations or Métis. Cultural support services are 
then offered to these individuals in an effort to provide culturally appropriate care.  The 
limitations and opportunities for misclassification with this method were recognized. It was 
thought that facilitating patients to self-identify as First Nations or Métis at registration would 
increase the yield, preserve patient right to choose whether they disclose their identity and 
provided valuable information to support program planning. 
The detailed descriptions of the project site contexts lay the foundation for understanding 
site motivations for participation and subsequent methodological considerations. Figure 4-1 
shows the case study research strategy and summarizes the defining features for each case study 
site.
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Figure 4-1: Diagram of multiple case study strategy 
4.4   Research design 
The research design is the ‘logical sequence that connects the empirical data to the study’s 
initial research questions and ultimately its conclusions’.(156)  As previously mentioned in this 
chapter in subsection 4.2, a pragmatic orientation to selection of methods underpinned this study. 
In this multiple case study, mixed methods were applied in order to adequately address the 
research questions. The methods were selected to be complementary and greatly facilitated 
understanding of different perspectives of multiple sources. (171) 
Creswell et al. (172) have proposed a typology of mixed method designs based on the 
priority assigned to each method, sequence of implementation of the methods and integration of 
methods. The priority refers to the importance assigned to a particular method and reflects 
whether the emphasis is on either the quantitative or qualitative strand or shared equally among 
methods. The sequence refers to the timing of application of the respective methods.  Methods 
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may be applied concurrently, sequentially or in multiphase combinations. Finally, the approach to 
mixing of methods within the design determines level of integration. Methods can be mixed at 
the design, data collection, data analysis and interpretation phases.  Based on the various 
combinations, there are six main designs including the convergent parallel design, explanatory 
sequential design, exploratory sequential design, embedded design, transformative and 
multiphase design. (172) 
This multiple case study employed a multiphase design with cases examined sequentially in 
three phases. Higher priority was accorded to qualitative methods compared to quantitative 
methods. Both concurrent and sequential timing of data collection was employed.  Integration 
occurred at the level of design and analysis. While some methods were common across particular 
phases of all case studies, there was also variation in order to address the research question in a 
given site. Quantitative data derived from the analysis of responses to self or interviewer-
administration of sociodemographic questions was collected in all cases. This established a 
pattern of item responses that needed to be further explored. Qualitative data sources allowed for 
deeper exploration of participant experiences with implementation and included: (a) semi-
structured or intercept interviews with patients/clients and (b) focus group discussions with care 
providers/care team. Key informant interviews with managers provided critical information about 
the context of implementation and suggested facilitators and barriers to implementation. Other 
types of quantitative data were collected during various phases of project implementation. At one 
site, pre and post training surveys were used to assess changes in knowledge and attitudes of 
registration participants as a result of training activities. Although predominantly quantitative, 
qualitative responses were collected for open ended questions about the training content and areas 
for improvement.  In one site, review of medical records for a comparable period prior to study 
implementation provided a baseline to measure changes in provider care practices. Figure 4-2 
illustrates the various designs employed in cases. 
This multiphase design was particularly useful for program evaluation and arose because of 
the need to conduct case studies sequentially and adapt methods for each case. Both strands 
enabled comprehensive understanding of the cases. However it also presented a number of 
challenges. Multiple methods over various phases demanded adequate resources. Sequential case 
studies allowed for rationalization of available human and material resources and optimization of 
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organizational readiness. There was also a need to submit multiple amendments to the ethics 
application to accommodate each of the case studies. Although this requirement was anticipated, 
it called for toleration of uncertainty as the application could only be prepared after site selection, 
engagement and consensus on critical decisions about project implementation. In one site, this 
occurred one year after initial engagement and approval. One of the most formidable challenges 
of this design related to integration of various methods across phases within a case but also across 
multiple cases. This was necessary to bring a cohesive thread between what might otherwise 
remain silos of information about different cases/sites. 
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Figure 4-2: Diagram of mixed method design for case studies 
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4.5   Strategies for data collection 
It has been recommended (92) that the most reliable means for sociodemographic data 
collection is through self-reports. Observer reporting, particularly of race/ethnicity is fraught with 
error and is discouraged. (86,173–175) It was emphasized to relevant health service and study 
personnel during the project that all sociodemographic data collection should be through 
patient/client self-report of the information.  
In case studies, pragmatic considerations influenced the location within a site for data 
collection. Research suggests that patients may be most comfortable disclosing 
sociodemographic information to their physicians; however this was not feasible or practical 
given their competing responsibilities. (139)  A few Canadian projects (47,48,176) have 
successfully integrated sociodemographic data collection during the registration process. The 
project was flexible and considered what worked best in each site. There were several advantages 
to integration at registration in that the information systems for data collection and reporting were 
often present, clerical staff were used to collecting sociodemographic data and the organization 
culture was familiar with tools of quality improvement. While staff may have been well 
positioned to collect demographic data, additional efforts were required to increase patient 
comfort including training for staff and patient education about the purpose and importance of 
data collection. 
Electronic integration (42) has been recommended as an ideal practice as it has the potential 
to streamline collection processes and facilitate information reporting and sharing across health 
encounters. High functionality and interoperability was challenging given legacy IT systems. 
Despite engagement and support from the appropriate IT personnel, sociodemographic data could 
only be collected electronically at one of the three project sites.  This necessitated parallel 
administration of a paper-based screening tool alongside routine registration procedures in the 
other two sites. There were also implications for sharing the information among members of the 
care team. 
In discussions with partners, there was a strong preference for self-administration of the 
screening tool by patients/clients. This strategy offered its pros and cons however in low literacy 
sub populations, the team expressed concerns about low rates of completion. Some studies have 
also suggested that clients may prefer interviewer-administered data collection by a physician or 
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registration over self-completion. (48,139)  The project was guided by preferences of the project 
site and tailored the implementation accordingly. 
Data was collected from multiple sources at each project site in order to address the 
evaluation questions. Consistent with the initiative’s logic model (See Figure 3-2), data collection 
focused on key activities and their outputs. This included training/preparation of staff for 
implementation, number of participants screened and their characteristics as well as perceptions 
and experiences of various types of participants with implementation. 
In each site, multiple sources were also employed to uncover different understandings 
within the case. Triangulation of data sources is a common feature and has been touted as a 
strength of case studies. (156,171) Credibility of findings is achieved through triangulation when 
converging lines of inquiry provide support for data collected from different sources and in 
different ways. The alternative concept of crystallization has been advanced as a more desirable 
approach to understanding how various methods relate and inform the research process. Further, 
proponents of crystallization proffer that the goal of the research process should not be to 
establish a singular truth but to allow the multiple truths to emerge through engagement of 
multiple realities and methods. (177) This is consistent with the project’s rationale for its 
selection of methods and participants. 
The two main types of data collected in case studies were participant responses from 
application of sociodemographic data collection questionnaire or question and interviews, 
although other types of data were captured depending on the particular case. The following 
sections discuss the purpose and processes for each data collection method. Table 4-1 
summarizes the data collection methods that were employed at each site.  
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Table 4-1: Summary of data collection methods used at each project site 
Research objective Site Phase Participants Method 
To assess uptake of screening 
for selected social determinants 
among patients at project sites 
All sites Post implementation Clients Primary analysis of participant 
responses 
To assess perceptions and 
experiences with 
sociodemographic data 
collection 
All sites During 
implementation 
Clients Intercept interviews 
West Winds Post implementation Nurse Providers Group discussion 
To understand the institutional 
context as well as facilitators 
and barriers to implementation  
All sites Post implementation Key informants Semi-structured interviews 
Training evaluation 
To assess fidelity of the training 
implementation 
Sexual Health 
Centre Saskatoon 
St Paul’s Hospital 
Pre-Implementation 
 
Care team 
Registration clerks 
Review  
-Training attendance logs and training 
materials used 
-Participant observation 
To assess any changes in 
knowledge, and attitudes to 
sociodemographic data 
collection 
St Paul’s 
Hospital 
Pre and post 
training/education 
session 
Registration clerks Pre and post training surveys 
To assess baseline knowledge 
about social determinants and 
community resources, attitudes 
and practices related to 
sociodemographic data 
collection. 
Sexual Health 
Centre 
Saskatoon 
Pre-implementation 
 
Providers/ 
Interdisciplinary team 
Focus group discussion 
To assess changes in knowledge 
of community resources and 
attitudes as well as experiences 
with data collection 
Sexual Health 
Centre 
Saskatoon 
Post implementation Interdisciplinary care team Focus group discussion 
To assess whether provider care 
practices change post 
intervention 
Sexual Health 
Centre 
Saskatoon 
Post implementation Care team Retrospective chart review of subset of 
medical records for pre and post 
intervention periods 
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4.5.1 Questionnaires  
A major component of the initiative was the development of a sociodemographic data 
collection tool that could be applied at the individual patient level during the medical encounter. 
The following section describes the project’s process to identify appropriate questions and 
engage stakeholders to ensure that the tool was relevant, easy to understand and appropriate for a 
broad array of settings. The process unfurled over several months and several iterations of the 
tool were produced as stakeholder feedback was incorporated. 
Development of the sociodemographic data collection tool. The process to develop a 
local tool began with the identification of criteria to guide the selection of appropriate 
sociodemographic questions.  The criteria considered were similar to those of other organizations 
who have engaged in a similar process during priority setting exercises. (127) Two main criteria 
were established by the team for selection of candidate sociodemographic questions for inclusion 
in the tool. Firstly, there had to be compelling evidence for existence of health disparities related 
to a particular determinant in the local and or broader Canadian context.  A review of the 
evidence of health disparities was conducted to support the team’s decisions based on this 
criteria. It was most appropriate to focus on determinants that were likely to pose barriers for 
patients/clients in a given local setting.  
The second criteria was feasibility to collect data related to the particular question. This 
was assessed by a combination of factors including prior experience with collection in other 
settings (e.g. Census, Population health surveys), availability of information from alternate 
sources and potential sensitivity and willingness to disclose the information by patients/clients. 
There was a consensus that preference should be given to previously validated questions where 
available. The following areas were considered based on these two established criteria: 
 Ability to speak English 
 Preferred language of communication with health care provider 
 Need for an interpreter 
 Country of birth  Year of arrival in Canada 
 Indigenous identity  Race/ethnicity 
 Disability  Highest educational attainment 
 Gender identity  Sexual orientation 
 Housing security  Food security 
 Annual household income  Number of persons that the income supports 
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There are no single standard instruments for the collection of sociodemographic 
information in health care settings although socioeconomic factors are often measured as 
potential confounding covariates in many studies. A review of existing sociodemographic data 
collection tools that have been used to capture social factors in clinical settings has previously 
been discussed in Chapter 2. This review informed the identification of potential questions to be 
included in tool. We also sought advice from content experts with respect to questions pertaining 
to language and food security. The Tri-Hospital and Toronto Public Health Equity Tool (47) 
included the broadest complement of questions that had been successfully applied in a Canadian 
context. The team agreed that these features made it an ideal model for this study which derives 
its name from that parent initiative. The project team examined each question against the 
established criteria and justified any additions by group consensus. A summary matrix was 
developed that captured each question and the rationale for its inclusion in the draft tool. 
Once a set of candidate questions had been identified, the team embarked on a process of 
consultation with health care managers as well as community-based organizations that work with 
vulnerable populations. A list of local organizations was created to reflect the spectrum of 
candidate sociodemographic questions. (Table 4-2)   
Stakeholder comments and concerns were summarized in the respective meeting notes or 
minutes. Table 4-3 summarizes this feedback. The team considered and incorporated the changes 
to the extent possible. Based on these suggestions, questions pertaining to immigration status, 
diagnosis with an intersex condition, preferred name and pronoun were added. This process was 
an important component of establishing face and content validity of the tool and ensuring that it 
was locally adapted to each of the settings. In general, this was an iterative process that required 
several revisions to the draft sociodemographic data collection tool.  
The draft tool was also pretested among five staff members (not part of the project team) in 
the Public Health Observatory for clarity and comprehension, flow of questions and time required 
for self-administration. Although staff reported ease with administration, it was recommended 
that the readability of the tool be assessed. 
 The team maintained flexibility in negotiations with project sites and prioritized their 
information needs. This meant that sites could select a subset of the available questions for 
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application in their site. While it was desirable to include the comprehensive list, considerations 
related to relevance and utility influenced final decisions. 
Table 4-2: List of external stakeholders consulted during the development of the tool 
Question Stakeholder category Name 
Language Non-profit community based organization that 
provides re-settlement services for immigrants and 
refugees. 
Global Gathering 
Place 
Place of birth Newcomer Centre 
Race/ethnicity Community based organization funded by 
Immigration, Refugees and Citizenship Canada that 
provides information and assistance to new immigrants 
to connect to services. 
Newcomer 
Information Centre 
Indigenous 
identity 
Council established to monitor implementation of the 
Aboriginal Health Strategy 
First Nations and 
Métis Health Council 
Individual First Nations communities One Arrow First Nation 
Beardy’s & Okemasis  
Group of volunteers who collaborate with the health 
region to identify opportunities to improve patient and 
family experience. 
Aboriginal Patient and 
Family Advisory 
Committee 
Community centre that provides free breakfast and 
lunch to persons in need in core neighborhood.   
Saskatoon Indian and 
Métis Friendship 
Centre 
Disability Non-profit community based organization that works 
on behalf of people living with mental health 
disabilities 
Crocus Co-op 
Community based organization that advocates for 
persons with intellectual disabilities 
Saskatchewan 
Association for 
Community Living 
Mental Health and Addiction Services include 
community crisis intervention for persons with mental 
health conditions 
Mental Health and 
Addictions 
 
Gender Community based organization that delivers sexual 
and reproductive health services 
Sexual Health Centre 
Saskatoon 
Sexual 
orientation 
Community based organization that supports sexual 
minorities 
OUT Saskatoon 
Housing 
security 
Medical Health Officer  Dr Michael Schwandt 
Food security 
Income 
Population and Public Health - Nutrition Public Health 
Nutritionist 
Community based organization that provides food  and 
learning programs for persons affected by poverty and 
hunger  
Saskatoon Food Bank 
& Learning Centre 
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Table 4-3: Summary of stakeholder suggestions to improve the draft sociodemographic tool 
Sociodemographic 
domain 
Suggestions 
Language  Consider an additional question about literacy and reading 
ability 
 Add options for ‘non-verbal and lip reading’ 
 Consider inclusion of more language options. 
 Consider implications for availability of interpreter services 
Place of birth  Consider alternative question that asks about ancestry 
 Consider addition of a question about immigration status 
Race/ethnicity  Too many options provided 
Indigenous identity  Consider a separate question for Indigenous identity 
Disability  Confirmed that it is acceptable to use the term ‘mental illness’ 
 Consider re-wording of question to improve clarity. Suggested 
  ‘Do you have any condition that impacts you daily?’ 
 Suggestions regarding wording of terms (e.g. use of the word 
impairment) 
 Consider addition of option for acquired brain injury. 
 Consider addition of an option for sensory issues. 
 Consider re-wording of chronic illness to reflect illness and or 
pain. 
Education  Consider collapsing into fewer categories 
Gender  Consider addition of question about intersex diagnosis. 
 Consider additional question about preferred pronoun 
Sexual orientation  Consider order of the response options 
 Objection to inclusion of this question by some stakeholders 
Housing  Add an option for ‘approved home’ 
 Consider formatting so that most common option appears first 
 Consider question about housing hazards (e.g. pests, mold, 
repairs) 
Food security  Consider improving the wording of the question  
 De-emphasize access to money as it does not consider 
traditional ways of acquiring food such as hunting and farming 
Income  Consider changing to monthly income as persons new to the 
province may not have been resident for year at the time of 
asking 
 Consider different categories 
Other 
suggestions/concerns 
 Consider additional question about employment status 
 Consider additional questions about frequency and location of 
access to health services, contact with family physician, use of 
government services such as income assistance 
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Sociodemographic 
domain 
Suggestions 
Other suggestions  Concerns about whether services were available to address all 
determinants. 
 Include more information in the introductory preamble in 
order to convey benefits of disclosure 
 For the gender identity question, it is necessary to define 
unfamiliar/technical terms 
 Inclusion of information about quality of nutritional intake. 
 The question pertaining to income may cause discomfort 
among patients with low income who identify as First Nations 
and serve to stigmatize and profile the community. 
 Consider consistent formatting of response options (e.g. either 
listed alphabetically or frequency of occurrence) 
 
The final sociodemographic data collection tool included 11 themes (mapped to 20 items) 
that covered ability to speak English, preferred language of communication with provider and 
need for interpreter services, country of birth and immigration status, Indigenous identity, 
race/ethnicity, disabilities, gender, sexual orientation, highest level of education completed, 
housing security, food security and annual family income. The majority of response choices were 
closed ended and requested the patient/client to give one option. Where an open response choice 
such as ‘other’ was indicated, provisions were made for the patient to specify. One of the 
research objectives of the study was to assess acceptability hence valid response choices also 
included ‘prefer not to answer’ and ‘I don’t know’. This provided valuable information about 
differential comfort with data collection for various questions. The questions and themes are 
displayed in Figure 4-3. 
The cumulative experience with administration of the sociodemographic data collection 
tool provided insight to the project team about questions that lacked clarity. Consequently, 
modifications to the tool were permitted based on feedback received from pilot site stakeholders 
and results obtained in earlier projects. 
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Figure 4-3: Sociodemographic questions in data collection tool 
 
 
•How well do you speak English?
•What language would you feel most comfortable 
communicating in with your doctor/nurse?
•Do you need an interpreter?
Language
•Were you born in Canada?
•If NO, What year did you come to Canada to live?
•What is your current immigration status?
Place of birth
•Do you self-identify as an Indigenous/Aboriginal person?
•If YES, please select from the followingIndigenous identity
•Which of the following best describes your racial/ethnic 
group?Race/ethnicity
•Do you have any conditions that limit your activities of 
daily living?
•If YES, is this condition....?
Disabilities
•What is your gender?
•Have you ever been diagnosed with an intersex disorder??
•What pronouns do you use?
Gender
•What is your sexual orientation?Sexual orientation
•What is the highest level of education that you have 
completed?Education
•Which of the following options best describes your 
housing situation?Housing
•In the past month, how often did you or others in your 
household worry that food would run out?
•In the past month, how often did you and others in your 
household run out of food and you could not get more?
Food security
•What was your total family income before taxes last year?
•How many people does this income support?Income
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Administration procedures. Sociodemographic questions were self-administered using a 
paper questionnaire in two project sites. A questionnaire offered several advantages over alternate 
methods. (178) It allowed for standardized application of the screening tool to a large number of 
people in a short time. The privacy offered by self-administration potentially increased 
participant comfort in responding to sensitive questions. While a questionnaire can inquire about 
multiple issues, depth of inquiry is often limited.  It also required that participants have the ability 
to read and comprehend questions. In multicultural settings, availability of the questionnaire in 
other languages is needed to support participation by populations with limited English language 
proficiency. Resources were not available to translate the questionnaire. 
West Winds Health Centre. In immunization clinics at West Winds Health Centre, the 
sociodemographic questions were incorporated into a survey of client service needs and 
preferences. Designated non-clinical personnel (HWR, community development officer) 
distributed the questionnaire to prospective participants in the waiting room. Using a brief script, 
they explained the purpose of the survey and any related procedures and obtained verbal consent 
for participation. After informed consent was obtained, the questionnaire was presented to 
participants on a clipboard with a pencil. All questionnaires were completed anonymously. Only 
one questionnaire was completed per family even if multiple persons were being immunized. 
Personnel were available to provide clarification as needed. Completed forms were returned to 
these designated persons and placed in an envelope. The envelope was secured by the nurse 
manager at the end of a clinic session. Tracking of the persons who were approached was only 
systematically done for booked participants. Data collection occurred over the period October 
13th to November 6th 2015 at drop-in clinics and January 18th to February 11th 2016 at booked 
clinics. 
Sexual Health Centre Saskatoon. At this site, the questionnaire was distributed by the 
office manager or reception clerks. She explained the purpose of the questionnaire as well as 
related procedures to prospective participants. After verbal consent for participation was 
obtained, the questionnaire was distributed as part of the routine medical intake process for new 
clients to the centre. Recruitment focused on new clients to reflect the usual intake process. 
Revisiting clients did not complete an intake form unless the chart could not be located. 
Completed forms were returned to reception and were compiled into the medical record. Care 
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providers reviewed the record prior to the consultation. The client’s clinical management 
considered any identified social needs based on responses from the questionnaire. Project 
activities at this site occurred during the period 9th March to 14th June 2016. 
St Paul’s Hospital. At the only acute care site, a single question was asked by registration 
clerks. The question was incorporated into the demographic tab of the Enovation registration 
program. (Fig 4-3) All patients presenting to registration/admitting were asked ‘Would you like 
to self-identify as First Nation or Métis?’ Response options were limited to ‘yes’ or ‘no’. The 
field was left blank if the question was not asked. If the patient declined to answer, this was 
recorded as ‘no’ so that the question was not asked on a subsequent occasion. Completion of the 
Indigenous identity field was not a mandatory requirement during the registration process hence 
the clerk could omit the field without asking the question. 
 
Figure 4-4: Snap shot of Demographic tab of Enovation showing question field 
Registration personnel were requested to ask all patients who presented for services about 
their identity without regard for physical appearance, personal knowledge of the patient or their 
family background. It was integrated alongside other questions that are routinely asked/verified 
such as date of birth, address, emergency contact person and family physician. Patients were 
asked once during the study although it was acknowledged that willingness to disclose one’s 
identity could change with time. 
There was no preamble before directly asking patients the Indigenous identity question. 
Registration clerks were encouraged to view the question as no more sensitive than other 
personal information that is routinely collected. They responded to patient requests for 
explanations about why the information was being collected. The registration manager addressed 
any unresolved patient concerns that were escalated from clerical staff. A brochure was 
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developed that provided additional context about the project. Posters were also displayed in the 
registration area as well as general areas of the hospital. (Appendix C) 
Although the information pertaining to Indigenous self-identity was stored in Enovation, it 
was not included on the registration output that comprised the medical chart inset. Special reports 
were generated for First Nations and Métis Health Service (FNMHS) that comprised of extracts 
using information collected about self-identified First Nation or Métis status. The information 
facilitated outreach by First Nations and Métis navigators to inpatients who self-identified as 
First Nations or Métis to offer cultural support and navigation services. 
Data from application of the sociodemographic data collection tool/question was collected for 
all consenting adult clients/patients (defined as at least 18 years) who received services at project 
sites during the study period. The number of clients/patients varied across project sites. Each 
client/patient was represented once even if there were multiple visits during the study period. 
Data was entered into a database and descriptive and inferential analyses performed using SPSS 
version 24. 
Pre and post-training surveys were conducted among registration personnel at St Paul’s 
Hospital in order to assess the effect of education/training activities. This method was ideal for 
efficient and timely collection of feedback. Questions focused on participants’ knowledge, 
attitudes and behaviors related to sociodemographic data collection. Items also assessed the 
perceived relevance and utility of training content. The proximity of survey administration to the 
training activity facilitated participant recall and completion of the questionnaires. Question 
format was varied with multiple choice items, Likert scales for rating and open ended questions. 
Response options allowed participants to indicate that they ‘did not know’ or ‘preferred not to 
answer’. Limited sociodemographic information was also collected about participants at the end 
of the pre-training questionnaire. (Appendix C) 
Written consent was obtained for participation in the evaluation component of training. 
(Appendix C) All questionnaires were self-administered and clarification was provided by the 
author (HWR) as necessary. Completed forms were returned to the researcher after completion of 
each pre and post-tests. Data was entered into an Excel database and imported into SPSS version 
24 for analysis. Data was summarized using descriptive statistics with frequencies and 
percentages for categorical data and median and interquartile range for non-normally distributed 
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continuous data. Pre and post training responses were compared using McNemar test for 
categorical data and Wilcoxon sign rank for attitudinal scores. 
All registration clerks were targeted for training/orientation. Clerks with casual 
appointments are deployed across hospital sites. During the study, some shifts were covered by 
individuals who had not participated in the orientation sessions. It was agreed that the manager 
would assume responsibility for providing orientation and ensure that the clerk was apprised of 
the procedures. 
4.5.2 Chart reviews 
A retrospective review of medical records for clients seen at Sexual Health Centre 
Saskatoon during the same three month (pre-initiative) period (March 14, 2015 – June 14, 2015) 
in the previous year was undertaken. The objective of the review was to assess whether there was 
evidence of a change in provider practices that might be due to project activities. Similar times of 
year were selected to minimize any effects of seasonal trends in clinic attendance.  
The centre relies on paper records for documentation of clinical encounters. Medical 
records were selected for clients seen on similar days and types of appointment as during the 
project’s implementation. Although some of these clients also had visits during the study period 
in 2016, there was no overlap as clients recruited were predominantly new to the centre at the 
time they were considered for inclusion. Consequently, the pre and study cohorts comprised of 
different clients. Only clients who were at least 18 years were eligible to be included. 
The sample size per group was estimated to detect at least 20% difference in proportion of 
charts with documentation of any sociodemographic data elements and interventions. Epitools 
online calculator was used to calculate the sample size for a dichotomous outcome (presence of at 
least one sociodemographic data element) where p1 is the proportion of charts with the outcome 
of interest in the pre-initiative period while p2 represents the proportion with the outcome during 
the study period. For type-I error = 0.05 and power = 0.80, for pre-specified values of p1 
(estimated at 0.20), a sample of size n=91 per period (total N=182) was required. (179) 
Assessments and endpoints. Data pertinent to the study objectives was abstracted from the 
original paper medical records and recorded on a paper case report form. A standardized 
approach to data abstraction was employed. A data abstraction tool was developed that identified 
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and defined key elements. (Appendix B) All data collected were de-identified and participants 
were assigned a unique study identifier. Study variables included documentation of client 
sociodemographic factors and efforts to mitigate the impact of adverse social factors. These 
factors were age, gender identity, racial/ethnic origin, Indigenous identity, English language 
ability and need for interpretation services, sexual orientation, presence of a disability, highest 
level of education, housing status, food security and income. The types of interventions that were 
anticipated were use of interpreters, referral to social workers or community resources and 
adjustment of disease risk based on knowledge of social factors. This information was most 
likely to be located either on client intake forms or clinical assessments for a given visit. The 
primary outcome was the proportion of charts that documented each of the sociodemographic 
factors of interest. Additionally, the proportion of charts that addressed an identified social risk 
was also assessed.  
Analysis. Study data collected for primary outcomes both pre and during implementation 
were compared. Descriptive characteristics for both groups of clients were also compared. There 
was no imputation or replacement of missing values and all analyses related to observed cases.  
Results are presented as frequencies and percentages as well as median (interquartile range) 
where appropriate. Differences between groups were assessed for statistical significance using 
chi squared tests (or Fisher’s Exact Test) and Mann Whitney test depending on the type of 
variable. A two tailed p value of ≤0.05 was used as the significance level in all analyses. 
4.5.3 Interviews 
Several types of interviews were used in the case studies. There were semi-structured 
interviews, intercept interviews and focus group discussions. This method allowed for greater 
exploration of perceptions and experiences with the project at the respective sites. (180) 
Interviews also provided rich detailed information for understanding the context for 
implementation as well as elucidating the perceived facilitators and barriers to change in the 
various settings. The timing of interviews varied depending on the function. Except for focus 
groups, interviews were a single event and occurred at strategic times during implementation. 
Semi-structured individual interviews. At the Sexual Health Centre, semi-structured 
interviews were conducted with 25 clients who had registered and were seated in the waiting 
area. The participants were selected purposively using criterion sampling. Eligible participants 
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included adult clients (≥ 18 years) who had completed a sociodemographic data questionnaire as 
part of their intake and who were willing to be interviewed. Participants also had to be fluent in 
English as access to interpretation services was limited. Although the purpose of qualitative 
sampling is not to achieve generalization, participants were identified who were thought to reflect 
a wide range of opinions (age, gender and ethnicity) that shape perceptions of sociodemographic 
data collection. (139,180)  The interviews explored client perceptions about the need to collect 
sociodemographic information, who should be asked and preferences for timing and location of 
data collection. Participant’s level of comfort and experience with the study were also subjects of 
inquiry. The interviews allowed for deeper understanding of the pattern of client responses to the 
sociodemographic questions as well as insight about how the process could be improved.  
Interviews were structured according to an interview guide that focused conversations while 
maintaining flexibility for participants to express new ideas and freely share experiences. 
Participant consent was obtained for audiotaping of interviews. Transcripts were transcribed 
verbatim and analysed using thematic analysis. (181) 
During the analysis of semi-structured interviews, all transcripts were printed. Segments 
of texts were highlighted and assigned codes in the margins. Data that were similar were assigned 
the same code. Codes were refined as the process was repeated with each transcript. Codes were 
sorted into potential themes in an iterative process. Themes were reviewed at the level of codes as 
well as broader theme to ensure coherence. Final themes were named and described with a brief 
narrative. Exemplary excerpts of the data were presented to capture a particular theme. 
Key informant interviews. Key informant interviews with the focal point (e.g. manager) 
were also conducted at all sites. All individuals were in positions of authority and were 
knowledgeable about the institution’s operations, policies, culture and project implementation. 
As with the client interviews a guide was developed. Informed consent was obtained for 
participation and recording of the interview. While some topics overlapped with the client/patient 
participant guide, it was the main source of information about implementation and perceived 
facilitators and barriers to the project. The face-to-face interview was the ideal forum to explore 
the meanings assigned by the participant to events and obtain clarification about decisions that 
were made in relation to the project. 
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 Intercept interviews. Intercept interviews were used at both hospital and community 
clinic sites to capture selected client perceptions of the importance of collection of 
sociodemographic data in health settings, the appropriate target population for screening for 
social needs as well as enquire about preferences for who should collect the data.  This was 
essential for extending the quantitative results and gaining insight about why participants 
responded in the manner that was observed. 
The intercept interview or ‘person on the street’ interview is commonly used in marketing 
research. (182)  In this method, an interviewer intercepts a sample of patients or consumers who 
pass by to ascertain if they would like to participate in a study. Those who agree are either 
interviewed on the spot or taken to a facility/designated area for the interview. While often 
conceptualized as a survey, the intercept process can accommodate rich exchange between 
interviewer and participant. Both quantitative and qualitative data can be generated in these 
encounters. 
At St Paul’s Hospital, prospective participants were intercepted by the researcher (HWR) 
after they had registered and were en route to their appointment or while waiting to be seen in the 
various departments. There are separate registration areas for emergency services, urological 
services and other services (diagnostic imaging, laboratory, day surgery, outpatient specialist 
clinics). It was not possible for a single researcher to cover all areas so the focus was on main 
registration where the majority of patients are captured. The hours of operation are 6.15am until 
4pm during weekdays. Interviews were conducted over a six week period during the hours of 
8am to 4pm. All weekdays were represented. The schedule for data collection included alternate 
days. One in five patients on a given day were approached to participate. An imaginary line was 
used to count patients as they were leaving registration. Eligible patients had to be registered, at 
least 18 years and asked by the clerk whether they wished to self-identify as First Nations or 
Métis. Reasons for refusal to participate were noted. Perceived sociodemographic characteristics 
(age, sex and race) were noted for those who declined. 
An intercept tracking form was developed that standardized the interview questions and 
facilitated ease and speed of documentation. The form was secured with a clipboard while in the 
field. The date of the interview was noted and information about age, gender and ethnicity was 
also requested from participants. (Appendix C) The researcher (HWR) approached outpatients 
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after they had registered, introduced herself and briefly explained the objectives of the study. She 
subsequently inquired whether they were willing to answer a few optional and anonymous 
questions. The questions were presented in a standardized way using an open question format. 
The researcher classified responses using pre-determined ‘codes’ and made notes and quotations 
in the adjacent space. Descriptive summaries were created to display frequencies and percentages 
for each response choice. Chi-squared tests were used to assess the relationship between each of 
the questions and sociodemographic characteristics. The qualitative data was coded and analyzed 
manually by thematic analysis. (181) 
Thematic analysis is a generic approach to identifying, analysing and reporting patterns in 
qualitative data. (181) The participant responses from the intercept tracking form were entered in 
an Excel database.  Comments for each participant were systematically coded. Codes were 
assigned to segments of text until the entire data corpus was completed. The various codes were 
then sorted into potential themes. These potential themes were reviewed for coherence at the 
level of the code as well as theme. Final themes were named and explained with a short narrative. 
Excerpts of the data were selected to capture the essence of a particular theme. 
There were several advantages (136) to the intercept interview that made it particularly 
suitable for these two sites. Both sites had high traffic areas and allowed for efficient recruitment 
and contact with the target population. Similar to other types of interviews, it offered the 
opportunity to ask follow up questions to clarify or probe a response. Another advantage related 
to the fact that the context for the situation being examined was foremost in the mind of the 
participant. This made it easy to inquire about the experience with data collection during the 
project. 
There were also disadvantages of this method. (136) Often convenience sampling is 
employed consequently the participants may not be representative of the target population. In this 
study, an effort was made to document perceived sociodemographic characteristics as well as 
reason for refusal. This allowed for calculation of the response rate for those who were 
approached to be interviewed. Due to the nature of the encounter, patients may have been more 
reluctant to participate. This might have been because of preoccupation about health concerns as 
well as limited privacy particularly as interviews were conducted on the spot. The interview must 
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also be kept brief to minimize inconvenience for the participant. This necessarily limited the 
breadth of subjects that could be covered.  
The opportunities to interview patients who identified as First Nations or Métis were 
limited during outpatient encounters. It was important to accurately reflect the experiences of all 
persons particularly those who self-identified as First Nations or Métis because of potential 
implications for asking under culturally unsafe conditions. Intercept interviews were also 
conducted with 37 inpatients who identified as First Nations or Métis during visits by navigators 
from First Nations Métis Health Services. Eligible participants included adults (at least 18 years 
of age) whose condition was stable and who consented to the interview. Common reasons for 
exclusion were inability to consent, unstable condition or critically ill and unavailable at time of 
visit. Similar to other intercept interviews, the information was captured on a tracking form and 
quotes were recorded. No audiotaping was done. Interactions were brief as patients tired quickly 
and rooms were often shared with limited privacy. 
Focus group discussions. Focus group discussions were conducted with care providers in 
two sites. Both sites were community clinic settings. Provider complement and involvement 
varied at project sites. In the context of a small private community facility with an 
interdisciplinary care team, focus group discussions at two time points (pre and post 
implementation) were the main method of data collection with care providers. A single focus 
group was also convened post implementation with care providers at the community health centre 
to understand their perspectives and any concerns about sociodemographic data collection at the 
centre.  
This method offered a number of advantages particularly as staff worked collaboratively in 
client care. (183,184) The focus group promoted exchange among participants and allowed for 
validation of ideas. It also provided the opportunity to get a balanced view and to clarify 
similarities and differences between the perspectives of participants. It was an efficient use of 
time as providers had limited availability during working hours for individual engagement. There 
were disadvantages associated with this method. Participants did not contribute to the same 
extent to discussions. It was possible that dissenting views were suppressed or that participants 
were swayed by the prevailing opinions of the group.  
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Topics explored with the clinical care team included knowledge about social determinants, 
attitudes to screening for social determinants and current care practices. Barriers and facilitators 
to addressing social needs as an integral component of care were also examined. In the post 
implementation discussions, participant experiences with the project were covered as well as 
areas for improvement of training and service delivery. As with individual interviews, sessions 
were recorded when possible. The interviewer completed field notes and observations that were 
relevant to research questions. All interviews and field notes were transcribed and subjected to a 
thematic analysis. (181)  During analysis, transcripts were printed and read repeatedly in order to 
encourage general familiarity with content. ‘Memos’ were developed to capture initial 
impressions as well as begin to define specific codes. Segments of text were labelled with codes 
based on a priori (derived from interview guide or guiding theories) or emergent ideas that were 
refined through an iterative process. The data were interpreted by formulating a coherent 
thematic map that accurately represented the meanings and relationships between participants and 
events. Quotations from the text were used to highlight exemplary perspectives on each theme 
and constituted the specific supporting evidence.  
4.6 Case analytical approaches 
 The general analytic approach to the case study revolved around dual use of qualitative 
and quantitative data. (156) Methods were complementary with qualitative methods enriching or 
explaining quantitative results in some instances. In other cases, qualitative methods were used 
exclusively for selected evaluation questions. An integrated analysis was employed. This was 
facilitated by highlighting common themes across multiple sources within and across cases. The 
incorporation of mixed methods of data from embedded units was the most useful way to address 
the complex research questions about project implementation.  
Within case analysis. The data for each case/site was analysed and used to produce a case 
description of project implementation. A case report was prepared that described the context, 
activities, results and provided recommendations for future work in each site. Within each case, 
qualitative and quantitative data were analysed separately in accordance with their individual 
traditions. This has been described in the previous sections. Data from different methods for a 
given source (e.g. patients/clients) were compared using joint displays (Table 4-4) in order to 
identify similarities and differences. For example, patterns in the responses to sociodemographic 
questions were compared with patient interviews to understand the possible reasons for lower 
 119 
 
response rates to particular questions. A similar procedure was applied for different sources 
within a case. Mixing of the data during the interpretation allowed for understanding of 
feasibility and acceptability of sociodemographic data collection from varied perspectives. 
Table 4-4: Example of joint display used to visualize the results within a single case study 
Cross cutting domains 
of inquiry 
Participants (sources) Research 
questions Patients Health service 
personnel 
Managers/ 
administrators 
Method(s) 
Intercept  or 
semi-structured 
interview 
Group interview Key informant 
interviews 
Comfort with data 
collection 
+/- 
(Item response 
rates) 
+/- +/- Acceptability 
Perceived importance 
of data collection 
+/- +/- + Acceptability 
Appropriate target 
for sociodemographic 
data collection 
Universal vs 
targeted 
Universal vs 
targeted 
Universal vs 
targeted 
Acceptability 
Preferred mode of 
administration 
Self/provider/ 
registration 
Patient 
administered/ 
provider/ 
registration 
Patient 
administered/ 
provider/ 
registration 
Feasibility/ 
acceptability 
Facilitators Structural/ 
Organizational/ 
Individual 
Structural/ 
Organizational/ 
Individual 
Structural/ 
Organizational/ 
Individual 
Feasibility 
 Barriers 
 
Cross case analysis. A cross case synthesis was done in order to draw out similarities and 
differences across implementation contexts and inform recommendations about successful 
approaches to collect sociodemographic data in the local context. (185) The perspectives of the 
different sources were compared across cases with respect to common themes. In this regard, 
there were elements of pattern matching across cases. Table 4-5 is a matrix that illustrates how 
this process was applied in the study. The results were also examined with respect to the 
relationships outlined in the logic model (Figure 3-2). This allowed for determination of the 
extent to which the anticipated relationships applied within and across cases. 
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Table 4-5: Multilevel thematic matrix showing cross case synthesis 
Domains of inquiry Codes Theme Case 
1 
Case 
2 
Case 
3 
Level of comfort Sensitivity of question Gradient of comfort 
(Item response rates) 
+ 
(§∆) 
+ 
(§) 
+ 
(§†∆) 
Participant personal 
characteristics 
 + 
(§) 
+ 
(§) 
Perceived 
importance of data 
collection 
Tailor care Understanding 
benefits of data 
collection 
+ 
(§†) 
+ 
(§†∆) 
+ 
(§†∆) 
Describe patient 
population social 
profile 
+ 
(§†∆) 
+ 
(§) 
+ 
(§) 
Advocacy for funding  + 
(§∆) 
 
Low relevance to 
delivery of care 
+ 
(§) 
+ 
(§†) 
+ 
(§†) 
Inappropriate to ask + 
(§) 
+ 
(§∆) 
+ 
(§) 
Safe space Trust in institutional 
motives 
+ 
(§) 
+ 
(§) 
+ 
(§) 
Privacy and 
confidentiality 
 + 
(§†∆) 
+ 
(§) 
Fear of negative 
consequences 
  + 
(§) 
Pride in cultural 
identity 
Personal relevance   + 
(§) 
Purpose of the visit Service context + 
(§∆) 
+ 
(§) 
+ 
(§) 
Appropriate target for 
data collection 
Limitations of 
physical appearance 
Universal approach  + 
(§) 
+ 
(§) 
Avoidance of profiling + 
(§) 
+ 
(§†∆) 
+ 
(§∆) 
Screen most 
vulnerable and likely 
to benefit 
Targeted approach  + 
(§) 
+ 
(§) 
Preference for mode 
of administration 
Time constraints Practical 
considerations 
+ 
(§†∆) 
+ 
(§†) 
+ 
(§†) 
Collection with usual  
demographic data 
 + 
(§†) 
+ 
(§†) 
Collection and use by 
care provider 
Role expectations + 
(§†) 
+ 
(§†) 
+ 
(§†) 
Multiple locations for 
collection 
Sensitivity of 
question 
 + 
(§†) 
 
§=Patient, †=Staff, ∆=Administration 
 121 
 
Quantitative and qualitative research use different terms to express quality of the study. 
Validity is used in quantitative research to convey the extent to which the results are deemed to 
reflect ‘truth’(internal) and extend beyond the sample to larger population (external).(178) In 
qualitative research, parallel concepts of credibility, dependability, transferability and 
confirmability are important to establish trustworthiness of the results. (186) In this study, 
appropriate details are provided to allow the reader to judge credibility including strategies for 
sampling, statistical tests and analytical approaches. 
Many of the principles of case study research support the establishment of credibility. 
Multiple sources and methods ensured that diverse perspectives were explored. Member checking 
was used to determine the accuracy of the findings. (187) The results were discussed with 
participants to ensure that it was representative of their views as expressed during the study. 
During the various phases of implementation, the project team met weekly to discuss activities 
and resolve challenges. It was also an important arena to explore feelings, uncover implicit biases 
and question assumptions about things that the student researcher thought and or observed. The 
regular exchanges with others encouraged transparency in decision making and reflection about 
the interpretation of the data. 
4.7 Ethical considerations 
 The project received ethics approval from the Behavioral Research Ethics Board at the 
University of Saskatchewan as well as operational approval from the Saskatoon Health Region. 
The ethics application was amended to accommodate the specific adaptations required for project 
implementation in each of the sites.  
 It was also important to ensure that sociodemographic data collection was linked to 
commitment to address any identified needs whether at individual or community levels. The 
project team felt that it was unethical to detect problems without adequate provisions to link 
people to services or resources to improve their health. (188) A critical barrier (136) to screening 
for social determinants among providers is lack of knowledge of community resources and 
feelings of powerlessness to address complex social and structural issues.  The project mapped 
specific sociodemographic questions to practical actions that could be taken during the medical 
encounter. It was also recognized that in the absence of concerted efforts to address social needs, 
screening could inadvertently result in reinforcement of misconceptions and stereotypes about 
already stigmatized and socially disadvantaged groups. 
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Informed consent was obtained for data collection in all sites. Patients/clients were 
recruited during their medical encounters hence it was important to emphasize the voluntary 
nature of participation. Given the asymmetry of information in health care and imbalance in 
power, the potential existed for patients to feel obligated to respond. It was necessary to ensure 
that patient autonomy was preserved and refusal was not associated with adverse effects on care. 
 In the hospital site where a single question about Indigenous identity was introduced, there 
were additional implications. Persons with Registered Indian Status (RIS) can be identified by 
their health card. Consequently, it was possible to complete the field without asking the question 
for this subset of patients. It was emphasized in training that each patient should be given the 
opportunity to decide whether or not they want to disclose their identity. Asking each person 
without regard for physical appearance, treaty status or personal knowledge of the patient’s 
ancestry – is the only way to preserve the patient’s right to disclose. It was possible because the 
question was interviewer-administered that some fields were completed based on observation 
rather than self-report.  It is not possible to verify the extent to which this happened during the 
project. However, future efforts to expand data collection will continue to emphasize the duty of 
data collector to obtain information only by patient self-report. 
 There were staff concerns about privacy and the legitimacy of asking sociodemographic 
questions in health settings. On two occasions, these concerns were brought to the attention of the 
Privacy Office. The issues were successfully addressed and the project activities continued with 
endorsement from the relevant authorities. There is limited awareness among staff and 
management that the Human Rights Code ‘permits and encourages sociodemographic data 
collection in order to monitor discrimination and remove systemic barriers, ameliorate 
disadvantage and promote equality’.(189) 
 4.7.1 Special considerations related to collection of Indigenous identity data 
 The research process for this study respected Ownership Control Access and Possession 
(OCAP) principles as it relates to research, data or information that involves First Nations 
peoples.(190) There was an ethical requirement to engage Indigenous communities as the 
research would involve asking an Indigenous self-identification question and interpretations 
would broadly refer to group membership. (191) It was important and desirable for the project 
team to engage stakeholders in order to be transparent about the project goals, design, benefits 
and potential risks. We wanted to identify their priorities, address any concerns and gain trust for 
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a successful endeavour. The goal was meaningful engagement and partnership that would extend 
beyond the project. 
 The relevant Indigenous health stakeholders including community leaders and 
patient/family advisory councils were engaged prior to and during project implementation at the 
acute care site.  There were initial concerns about the implications of yet another research project 
that focused on perceived deficits in Indigenous peoples. The project team included an 
Indigenous researcher (TL) who ensured that the appropriate processes were followed to consult 
with Indigenous communities. The study protocol was reviewed and approved by the relevant 
Indigenous health authorities/custodians. This is consistent with OCAP principles that maintain 
the locus of control over ‘whether research should happen and how it should be done’ with 
Indigenous peoples.(190)  
 There was respect for Indigenous ways of knowing and cultural traditions. A pipe 
ceremony was performed by the respective elders to symbolize partnership, seek spiritual 
guidance for the project and favour to reach its objective. This set high expectations for the 
research process and established a platform for mutual trust and reciprocity. 
 Throughout the project, there were opportunities to provide feedback and seek guidance 
from the Indigenous health stakeholders including First Nations Métis Health Council. The 
project in the acute care site prioritized a single question on Indigenous identity based on its 
relevance to program goals and information needs. Staff from the First Nations and Health 
Service (FNMHS) were integrally involved in the development and delivery of training of staff in 
preparation for implementation of data collection. Project preliminary results were also shared 
with Indigenous community leaders who assisted with its interpretation and offered 
recommendations to advance research and local practice.  
 The data collected in two project sites resided within the health information system. In the 
case of the acute care site, data was stored in the registration system and in the paper medical 
record of the community based site. This has implications for ownership and control by 
Indigenous communities over use of the data for research and quality improvement purposes. 
Although the current regional health policy has maintained exemption to the provisions of OCAP 
for administration data, there is an agreement to consult Indigenous communities with regard to 
use and release of data. This maintains the spirit of OCAP and considers the right to self-
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determination and control over the data so that it is used for the benefit of Indigenous 
communities. 
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CHAPTER FIVE 
RESULTS 
5.0 Introduction 
The collection of patient sociodemographic data is important for equity measurement and 
increases clinical opportunities to provide more holistic and patient-centered care.(16) This 
evaluation assessed the implementation of sociodemographic data collection across three urban 
health care settings in Saskatoon, Saskatchewan. The institutional contexts of the settings reflect 
the diversity of the urban health care system and include public and private acute and ambulatory 
care sites.  
The chapter is organized into five sections to distil the project results and articulate a 
response to the evaluation questions. In section one, the author compares implementation across 
the three sites to the proposed model and discusses the implications of any departures. Section 2 
considers education/training activities and participants’ knowledge and attitudes to 
sociodemographic data collection. Section 3 focuses on the key project screening outputs and 
examines participant perceptions and experiences with implementation of sociodemographic data 
collection. This contributes to understanding the feasibility and acceptability of data collection 
from multiple perspectives. Gaps and opportunities for improvement in the process of 
implementation are also described. In section 4, the author explores how sociodemographic data 
was applied and the extent to which it has influenced provider approaches to care. Finally, the 
perceived facilitators and barriers to sociodemographic data implementation are described across 
the three settings and insights offered about common elements that fostered implementation. 
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5.1     Fidelity of implementation 
The project was designed to support collection of individual level patient sociodemographic 
data and its application during the medical encounter to tailor care to address unmet social needs. 
Consistent with this vision, a broad range of social determinants were identified that were 
mapped to sociodemographic questions. The questions were incorporated into a 
sociodemographic data collection tool that considered local relevance, ease of comprehension, 
logical format and order of items and breadth of response options. The tool was presented to 
stakeholders as the ideal complement however the final decision about which questions would be 
asked was left to the site implementation teams. The project team recognized that it was critical 
to be responsive to the information needs, capacity and preferences of the sites. This flexibility 
resulted in marked variation across the sites. Only one community site collected the full 
complement of sociodemographic questions. Among the other sites, one site implemented data 
collection for six questions and the only acute care site a single question related to Indigenous 
identity. 
5.1.1  Sociodemographic questions 
The plan was to have standardized questions in all of the sites regardless of the actual 
number of questions that were implemented. The project team identified validated questions from 
the literature and engaged internal and external stakeholders to obtain feedback on these proposed 
questions. The final complement reflected the input from stakeholders and pre-testing among 
departmental staff members. In two project sites, two different questions (need for interpreter and 
Indigenous identity) were modified.  
The community health centre requested a modification of the question pertaining to need 
for an interpreter. There was concern that in its current framing, it implied that an interpreter 
would be provided by the centre in the future. So the question was modified to ask ‘If it were 
available, would an interpreter be helpful?’ The intent was to focus on the conditionality of ‘if 
available’. There were two iterations of the question. In the first round, response options were 
limited to ‘yes’ and ‘no’. In the second round among booked clients, we expanded the response 
options to include ‘prefer not to answer’ and ‘do not know’. Both iterations appeared to lack 
clarity and returned high rates of missing data and ‘do not know’. This occurred among persons 
who were Canadian-born and self-identified their race/ethnic group as White or Indigenous. 
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Without information about English language proficiency and preferred language of 
communication, it was difficult to fully realize the significance of the finding. However, it 
validated the project wisdom of adopting standardized questions and applying themed clusters at 
future project sites. 
The question related to Indigenous identity was modified in the acute care/hospital setting. 
In the modified version, the phrase was asked ‘Would you like to self-identify as First Nations or 
Métis?’ This question had a more local focus and excluded response options for Inuit and 
Indigenous peoples from outside of Canada. Response options were limited to ‘yes’ and ‘no’. The 
rationale for truncation of response options pertained to the legacy registration system that had 
limited capacity to accommodate an expanded field list. There was also little inclination to make 
extensive modifications because the registration system would be upgraded in the near future. 
The semantical modifications had an impact on interpretation of the question and responses. In 
this site, those who declined as well as who did not identify as First Nation or Métis were 
subsumed under the ‘no’ response option. If the question was not asked, the field was left blank.  
Despite the limitations imposed, the information was still useful for its primary purpose that was 
to flag individuals who could be linked to cultural support and navigation services. 
5.1.2 Mode of administration 
Interviewer-administration was the proposed ideal mode for asking clients/patients about 
social needs. It was thought that it would overcome literacy barriers, minimize non-response and 
provide a platform for clarification/explanation of items. It was recognized that given the 
sensitivity of questions, adequate provisions to ensure privacy would be paramount. Time for 
administration by alternate modes was also considered. The project was encouraged by another 
Canadian project that had been successful with varied modes of administration for an expanded 
list of questions. (47)  
The project team advocated for distribution of the questionnaire by reception personnel at 
immunization clinics. This suggestion was rejected by the site as it was thought that it would 
impose a burden on registration. There was also concern that time was limited to allow for 
adequate staff preparation. An alternative strategy was devised and a member of the project team 
(HWR) distributed the questionnaire along with the community development officer. Even with 
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this strategy, it was only possible to cover three quarters of booked clinics. This is an example of 
how key decisions pertaining to various aspects of the project were negotiated with site teams. 
Only one site employed an interviewer-mode of question administration. This was the 
natural choice for integration into that site’s registration process and work flow. Participants 
completed self-administered questionnaires in the other two sites. A unique plan for 
implementation was developed in conjunction with each site. The logistics of implementation 
including the mode of administration and specific location within a given site were guided by the 
evidence as well as pragmatic considerations. 
5.1.3 Patient education/awareness 
Based on the We Ask Because We Care logic model (Figure 3-2) and project theory, 
patient awareness of the rationale for collection of sociodemographic information was important 
for increasing willingness and comfort with disclosure. The main information and education 
materials developed to support implementation were brochures and posters. The posters were 
displayed at registration and in general patient areas such as waiting rooms and corridors. There 
was limited availability of brochures across sites and these were distributed when patients 
requested additional information. At the acute care site, the materials played an even more critical 
role as there was no preamble for the question and it was the default response to patient concerns 
about the project. In this site, patient concerns could also be escalated to the manager or client 
representative services. The effectiveness of these materials in communicating project 
information was not formally assessed. However, participant perceptions about the importance of 
collection of sociodemographic information provided insight about general awareness of related 
issues. Based on the author’s observations, clients/patients relied on the questionnaire or 
interaction with study personnel for project related information. Very few brochures were 
distributed at any of the sites. Although it was anticipated, consideration should be given to how 
best to support patient awareness in future projects. 
5.1.4 Application of sociodemographic data  
The underlying philosophical tenet of the project was grounded in the principle of equity 
that dictated application of the information to improve client care. This was often couched in the 
rhetoric of quality improvement and cultural safety. In each site, the application of data took one 
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of several forms including supporting program planning for more responsive immunization 
services; provision of patient-centred care through individual clinical accommodations to 
mitigate the impact of social determinants and referral to culturally safe navigation services. This 
flexibility was required to advance the project. It also had implications for which research 
questions could be answered in a particular site. There was one common function of the initiative 
across sites – the collection of sociodemographic data collection. This will be revisited as the 
other evaluation questions are addressed. 
5.2   Staff education/training activities 
          West Winds Primary Health Centre. Consistent with the project’s logic model, 
preparation of staff for implementation of data collection was a priority for the project and site 
implementation teams. At West Winds Primary Health Centre, a member of the project team 
(HWR) and the community development officer distributed the questionnaire and responded to 
any participant concerns. The researcher received capacity building and coaching as part of the 
project team and a brief orientation was provided to the community development officer. A script 
was used by these two personnel who supported the project. There was no formal training for 
other staff members at that site. 
 Training/education activities were implemented in the other two sites. Training content 
was different for both sites to respond to various needs. Across all sites, it was important for staff 
to understand the rationale for data collection and be confident responding to patients/clients who 
challenged their request for information. Time allocated for training was limited across all sites. 
Ongoing support was provided by the project team throughout implementation. 
 Sexual Health Centre. Preparation of staff for implementation at the Sexual Health 
Centre occurred during a one hour team orientation to the study. A power point presentation 
guided the interaction between trainer (EB), co-facilitator (HWR) and the care team. Topics 
covered included key definitions, rationale for the project, screening tool questions and study 
procedures including how to respond to client questions.  A provider resource manual was 
developed as an implementation aid. It explained the rationale for each sociodemographic 
question as well as offered potential clinical interventions to address unmet social needs 
identified from the screening tool. (Appendix B) The care team was also oriented to the resource 
manual. Other implementation aids including a poster, client brochure and client referral cards 
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were also shared with the team.  A separate session was arranged for the lead physician to receive 
an orientation to the resource manual. The resource manual was downloaded to computers in the 
provider consultation rooms where it could readily be accessed as needed.  
Participants’ knowledge. The care team’s knowledge and attitudes to sociodemographic 
data collection was assessed during a pre-training focus group discussion. Clinical staff had been 
exposed to information about social determinants of health during their clinical training. Most 
participants were recent additions to the staff and had not been exposed during their brief tenure 
at the centre. All had experiential knowledge of how social circumstances affected people’s 
ability and opportunities to make healthy decisions. For example, one participant noted reading 
difficulties and repeated adverse outcomes among some socially disadvantaged clients. 
I have not received formal training about social determinants but I have been 
noticing [some] factors frontline. Like we had a patient yesterday that has a 
problem with reading comprehension. So being able to address those kind of 
issues would be really beneficial for me. Because I need more experience in 
how to deal with those [issues] without being insensitive but providing better 
care for the patient in the long run. So mostly that is where I come in. I see 
firsthand all of the different comprehension levels or social problems. Like we 
have lots of young women that have repeated issues with pregnancy or repeated 
issues with sexually transmitted infections and a lot of that is due to 
socioeconomic status. (P4_SHC) 
Another participant shared her experience of working in rural areas where 
geographic barriers pose challenges to access to services and commodities that are 
crucial for health and disease management. 
Certainly I was exposed to the concept of social determinants of health in 
nursing school a couple of years ago. Certainly something I have experienced in 
my professional life, the different barriers that people experience. Before I 
came here, I was working in the north on a reserve so geographical location was 
definitely a big barrier. And then also like on reserve, status - Indians status 
versus non-status makes a big difference in terms of access to medication and 
stuff like that. I have seen some different stuff now that I am here in terms of 
income and other social barriers people experience. (P2_SHC) 
A social work student on her practicum placement with the centre was very 
familiar with concepts and implications of social determinants of health as a result of her 
educational experiences. She stated, ‘With my social work education, a lot of it is 
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grounded in social determinants of health. So I have gotten to see how that affects a 
person pretty in depth’. (P3_SHC) 
 Care team attitudes to sociodemographic data collection. There was consensus by the 
care team that sociodemographic data collection was important. A care provider expressed her 
views about the anticipated benefits of identification of patients’ unmet social needs during 
clinical encounters and opportunities to tailor their care to address identified needs. 
From a provider perspective, I think it would be really excellent to have like a 
brief and consistent tool for recognizing and acknowledging social determinants 
of health and how they might affect care and how it could be incorporated in 
the plan. (P2_SHC) 
Another participant highlighted the need for better sociodemographic information 
to guide development of more responsive programs and services. These additional data 
elements were also needed to justify requests for funding on grant applications. 
I really see the importance of this work. I think it is really relevant to the work 
that we are doing and it helps us to expand on some of the programs and 
services that we are currently offering. Also selfishly as the person also 
responsible for the grant writing and the fund development, it really helps me in 
terms of the demographic data and knowing who our clients are and knowing 
what their needs are. (P1_SHC) 
Providers felt that they already considered social factors in client care and shared 
several examples of how they supported clients to meet their needs. There was generally 
little apprehension and much optimism about client willingness to participate during the 
pre-implementation period. Two participants reported, 
So I also do options counselling. I have done all kinds of things like walking 
people up to the community clinic, trying to arrange for translation, begged, 
borrowed and done things that are outside of our scope to try to get people’s 
needs met. I have helped people with things like getting ID and provincial 
health cards. If there is a barrier to accessing one of our services and it is also a 
barrier to accessing other services, I will try to help people and connect them to 
other places. And in terms of our HIV testing work, we are also in the process 
of having more of a relationship with Westside. So if we have a positive test, 
we have a structure in place to ensure that person gets linked into care with a 
physician. I think part of it is trying to figure out basically, sometimes on the 
fly, what we can best do to meet people’s needs. And also in a more structured 
way figuring  things out and building those relationships with other 
organizations that we are not currently working with. (P1_SHC) 
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Sometimes we get patients that we know already are at risk because they come 
from group housing centres such as Bethany Home or Calder Centre. So if you 
know that someone is coming from Calder Centre then you know that it is a 
short term program and they are only going to be there for a short time so we 
have to do everything more quickly to make sure that when they get back to 
their community, they have the information they need .We have lots of girls 
from Calder Centre that need IUDs like the next week. So that’s something we 
consider. (P4_SHC) 
There was no assessment immediately post training session with the team because of time 
constraints. The activity’s focus was to explain the rationale for the project and to build capacity 
to address patient concerns about sociodemographic data collection. It was also important for 
staff to be familiar with the community resources to address any social needs identified by the 
screening tool. The post implementation focus group discussion assessed the team’s experience 
with the project. 
 St Paul’s Hospital. Training for registration clerks at St Paul’s Hospital was held on 18th 
May 2016. There were two sessions (same content) that each lasted two hours. A total of 10 
clerks attended in addition to registration manager, trainers and project team. All registration 
clerks self-identified as female. Descriptive characteristics of training participants are shown in 
Table 5-1. Just under half of participants had been working for fewer than five years. 
Table 5-1: Descriptive characteristics of training participants at St Paul’s Hospital 
Characteristic No (%) 
Age (years) 
18 – 30 
31 – 40 
41 – 50 
≥51 
 
1 (9.1%) 
5 (45.5%) 
1 (9.1%) 
4 (36.4%) 
Years of experience 
 ≤5 years 
6 – 10 years 
>10 years 
 
5 (45.5%) 
3 (27.3%) 
3 (27.3%) 
Hospital deployed 
One only 
Two hospitals 
All three hospitals 
 
6 (54.5%) 
2 (18.2%) 
3 (27.3%) 
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Participants’ knowledge. Baseline knowledge of two key terms was poor among 
registration personnel. Only one participant had heard of the terms ‘social determinants of health’ 
or ‘cultural competence’ prior to the training. There was a significant increase in the proportion 
of participants who were familiar with these two terms post training. (Figure 5-1A, B) Among 
those participants who had heard the term social determinants (n=8) during the session, 50% 
were able to identify the correct answer. In contrast, of those who had heard the term cultural 
competence (n=10), 90% were able to provide the correct definition. 
 
Figure 5-1A: Number of participants who had heard of social determinants pre and post training 
 
 
 
Figure 5-1B: Number of participants who had heard of cultural competence  
pre and post training 
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Attitudes to sociodemographic data collection. Participants harboured unfavourable 
attitudes toward sociodemographic data collection. In general, attitudes varied little from baseline 
training assessment. (Figure 5-2) Almost half of participants did not think it was necessary to 
screen patients for social circumstances. This remained stable although the number who felt that 
patients should be screened increased from three to five post training.  
 
Figure 5-2: Attitudes to sociodemographic data collection 
Most participants agreed that patient care and treatment plans should address both medical 
and social needs (n=7). There was little change of opinions on post training assessments. An 
equal number of participants either disagreed or were not sure about this statement. 
Participants felt strongly that patients would be offended if asked about social 
circumstances during registration. This did not change in post training assessments. 
Information was captured about perceived challenges faced by registration clerks in 
requesting patient sociodemographic data. Almost three quarters of participants expressed 
concern that it was outside their scope of practice to request information on social needs. This 
was compounded by fear of offending patients if they asked about social circumstances. Patient 
reluctance to disclose was also identified as a potential barrier to data collection. Just over a third 
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(36%) of participants reported that they lacked knowledge and skills about how to ask in a 
sensitive way. (Figure 5-3) 
 
Figure 5-3: Challenges encountered by staff in sociodemographic data collection 
 
 Participants were asked about their level of comfort with asking about a wide range of 
social needs. (Figure 5-4) There was a low level of comfort with asking about any of the social 
determinants. There was little change between pre and post-training assessments. One participant 
selected prefer not to answer for almost all items. There was most comfort with asking about 
language needs, although an equal proportion of participants also felt uncomfortable. Information 
about religious affiliation is currently captured during registration as well as biological sex. The 
latter is obtained from the health card. Only 27.3% of participants were comfortable asking about 
religious affiliation at baseline. This was virtually unchanged in post training assessment. The 
pattern of responses was similar for asking about gender identity. In addition to the 27.3% who 
were comfortable, an additional 18.2% were neutral at baseline. Although 45.5% of participants 
were either neutral or comfortable with asking about disability, only 27.3% shared the same 
opinion on post-test assessments. 
 Although no participant was comfortable asking about ethnicity either at baseline or post 
training, 27.3% (n=3) reported being neutral post training. Most (63.6%, n=7) remained 
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uncomfortable asking about ethnicity. The vast majority expressed discomfort with asking about 
sexual orientation, income, educational needs, food and housing insecurity. 
 During the training sessions, participants expressed concerns about the proposed change 
to include an additional question related to self-identified Indigenous status. It was anticipated 
that patients would be reluctant to answer the question. Clerks shared a few of their experiences 
with patients who had been disgruntled with requests for routine information. While it was 
agreed that the majority of patients were cooperative, there still was apprehension.  
One participant expressed her view that, ‘it’s just gonna slow me down’. She recounted 
departmental efforts to reduce patient time spent at registration. Her concern was motivated by 
lengthening of an optimized process and whether that would reflect negatively on her 
performance. She was reassured that the additional question was not expected to increase 
registration time drastically based on experiences in other provinces. 
Another participant thought that asking about Indigenous identity would increase the 
burden on registration personnel and fuel conflicts with patients. She voiced her concern to the 
group stating, ‘I feel this will put us in the line of fire’.  
It was difficult to allay participants’ fears about perceived patient reluctance to disclose 
sociodemographic data. The rationale for data collection was emphasized as well as the benefits 
from being linked to cultural support and navigation services. Despite these efforts, one 
participant admitted that she does not collect information about religious affiliation and was not 
inclined to support collection of ethnicity data as a matter of principle. 
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Training content. Just over half (54.5%) of participants expressed a neutral view about the 
relevance of the training topics. Only 27% either strongly or somewhat agreed that the content 
was relevant. Training time allocated was assessed as adequate by 63.6% (n=7) of participants 
while two (18%) participants thought that more time was needed. 
Participants were asked about the components of the training that were most helpful. 
Responses varied but included an appreciation for the cultural awareness component, 
understanding the role of First Nations and Métis Health Service, history of First Nations peoples 
in Canada, rationale of the project and health equity concepts.  
Participants provided several suggestions for improving future trainings and 
implementation. It was felt that support from the project coordinator would be needed during the 
initial phase of implementation. Another participant thought that the training example illustrated 
from Toronto was not relevant to the local context and she would have preferred a more specific 
example for the project. One participant felt that the training should have been longer and the 
information presented was too much to assimilate in the time allocated. Another participant felt 
strongly that the question was too narrow and that the project should also ask about other 
race/ethnicities. One participant felt that the balance of the training components should be 
adjusted. She wanted even more information about the project in order to feel comfortable with 
asking about indigenous identity. 
Summary. Participants’ knowledge of two key terms was limited at baseline but improved 
post training. Attitudes to sociodemographic data collection were unfavourable among 
participants. There was little change in participants’ attitudes with training. Most participants 
expressed high levels of discomfort with asking about social needs. There seemed to be some 
receptiveness to asking about language needs however even those questions that were routinely 
captured such as religious affiliation and biological sex caused most participants to be 
uncomfortable. This was consistent with challenges encountered by clerks in performance of their 
duties. There seemed to be a mismatch in organizational expectations compared to those of 
participants. The majority of participants felt that information about social determinants was not 
necessary for their role. This suggested that participants perceived that enhanced data collection 
was outside of their scope of practice. Most participants also thought that patients would be 
offended if asked about social circumstances or would be reluctant to answer questions. 
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Participants did not indicate a greater need for capacity building to improve comfort with 
sociodemographic data collection. 
 Time allocated for training was limited which meant that the scope had to be focused to 
support implementation needs. The intensity of the training was likely inadequate to change 
deeply entrenched attitudes about sociodemographic data collection. It was noted that most 
participants were neutral about relevance of the training content while concurrently holding the 
view that the time allocated for training was adequate. This suggested ambivalence on the part of 
participants and potential for implementation challenges. In the future, training about social 
determinants and how to ask sociodemographic questions should be integrated into orientation 
for registration personnel. It might also be useful to expand competencies to include ability to ask 
and respond to patient requests for information. 
5.3   Acceptability of sociodemographic data collection 
Each site explored the feasibility and acceptability of collecting patient sociodemographic data 
within a specific context bounded by a particular service, client population and intended 
application of the information. Information was collected from multiple perspectives including 
patients/clients, providers, administrative staff and management to understand their perceptions 
and experiences with data collection. Analysis of missing data and distribution of item responses 
was one indicator of participant willingness to answer sociodemographic questions. Comparisons 
were only possible where sites collected data for similar questions. Table 5-2 shows the 
distribution of questions across project sites. The detailed results for all questions at each site are 
summarized in supplementary Tables F-1 and F-2 located in the Appendix F. 
Table 5-2: Sociodemographic questions across project sites 
St Paul’s Hospital(1 
question) 
Indigenous identity 
 
West Winds Primary 
Health Centre 
(6 questions) 
Need for interpreter 
Place of birth 
Indigenous identity 
Race/ethnicity 
Gender 
Housing 
  
Sexual Health Centre Saskatoon  
(11 questions) 
Language, need for interpreter 
Place of birth 
Immigration status 
Indigenous identity 
Race/ethnicity 
Disability 
Gender 
Sexual orientation 
Food security 
Housing 
Annual household income 
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5.3.1 West Winds Health Centre and Sexual Health Centre (Common questions) 
A subset of five questions were common to the West Winds Primary Health Centre and the 
Sexual Health Centre Saskatoon including need for interpreter, place of birth (and year of arrival 
in Canada), Indigenous identity, race/ethnicity, gender and housing circumstances. At West 
Winds Primary Health Centre, information was only available to track participation at booked 
clinics. Among those approached by study personnel, 79% completed the survey. The majority of 
participants were female caregivers attending with their children (73% and 81.4% respectively). 
At Sexual Health Centre Saskatoon, only 59.4% of those who visited during the study period 
completed the sociodemographic questionnaire. The majority of participants were also female 
(76.9%). Participant responses across the two sites are displayed in Figure 5-5. Variations in 
patterns of response by sociodemographic characteristics are examined in following sections. In 
the figures, the designation ‘other’ refers to selection of a valid response option besides ‘prefer 
not to answer’, ‘do not know’. 
 
Fig 5-5(A): Distribution of participant responses to sociodemographic questions 
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87%
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89%
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Use of interpreter helpful
Drop in immunization clinic
Other valid response selected Prefer not to answer Do not know Missing
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Figure 5-5 (C): Distribution of participant responses to sociodemographic questions 
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Figure 5-5(B): Distribution of participant responses to sociodemographic questions 
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Whether an interpreter would be helpful. As previously explained, two iterations of the 
modified question pertaining to need for an interpreter performed poorly among booked and 
drop-in participants. There were high rates of missing responses and even with an expanded 
response set, 14% of booked participants ‘did not know’ whether an interpreter would be helpful 
for them. Further analysis revealed that it was more problematic for participants who had been 
born in Canada and self-identified as White or Indigenous. (Figure 5-6) 
 
 Figure 5-6: Percentage of booked participants who would find an interpreter helpful  
disaggregated by place of birth  
 
The standard question was included in the questionnaire at the Sexual Health Centre. There 
were no missing responses to this question. No one selected the response options ‘prefer not to 
answer’ or ‘do not know’. This may suggest that the standard version had more clarity and 
conveyed the intent better. The majority of participants in this site were Canadian-born (84.6%) 
and 57% self-identified as White. This group had similar characteristics to the subset of the 
population who had difficulty with the question at drop-in clinics. Additional information was 
also collected about their English language ability and preferred language of communication. 
This further strengthens the assertion that the question was easier to understand particularly for 
those who probably had no language barriers.  
Place of birth (year of arrival). The nativity question returned low rates of missing 
responses across sites where it was asked. Among booked clients, all participants (n=7) who had 
missing data for this question also had missing responses for all other questions except gender. 
This was likely the result of missing the second page of the questionnaire where the majority of 
sociodemographic questions were located. These participants were excluded from the analysis. 
6.8%
21.7%
71.2%
67.4%
1.4%
4.3%
20.5%
6.6%
Born in Canada
Born overseas
Yes No Prefer not to answer Do not know
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In contrast, the follow up question related to year of arrival in Canada had high rates of 
missing data across both sites (12.5% – 21.7%). This question was open-ended and required the 
participant to state the year when they arrived in Canada. The purpose of the question was to 
identify participants who had arrived less than 5 years ago (newcomers). New immigrants may be 
vulnerable as they adjust to living conditions in another country. The exact reasons for the 
observed pattern of responses to this question were not clear. They may relate to perceptions that 
the information is not relevant to care or poor recall of the exact year. It might be helpful to 
examine whether the expansion of response options to include ‘prefer not to answer’ and ‘do not 
know’ for this question improve responses. Another option would be to ask directly whether 
participants had arrived in the past 5 years. 
Indigenous identity. This question was captured by all sites however each site had a 
different phrasing. Response options were only similar for the community health centres. The 
chronology of changes to the format of the questions is important and will be emphasized. Across 
the two community sites, there were relatively low rates of missing responses. Generally ≤1% of 
participants either ‘preferred not to answer’ or ‘did not know’.  
In the first iteration among drop-in clients, the question asked whether the participant had 
an ‘Aboriginal background’. This question was asked before race/ethnicity and it was not linked 
to the latter by a skip pattern. The second part of the question then required the participant to 
specify a particular identity. It was plausible that participants interpreted that the question was 
asking about ancestry however most went on to specify either First Nations or Métis. Among the 
23 participants who self-identified as Indigenous, ten subsequently selected White North 
American as their race/ethnicity. Six selected ‘other’ and identified as either Aboriginal/First 
Nations/Métis while five preferred not to answer. Two selected South Asian. This pattern may be 
partly explained by differences between the participant’s ancestry and social identity.  
In the second iteration among booked clients, the question inquired about self-identity as an 
Aboriginal/Indigenous person and was now signposted through a skip pattern to the following 
question about race/ethnicity. It is noteworthy that the word ‘Indigenous’ was included in the 
phrasing as there was now dialogue about the appropriate/preferred terminology for the question. 
This was also the preferred term for the questionnaire at the Sexual Health Centre. The linkage of 
the Indigenous identity and race/ethnicity questions improved the performance of question. It was 
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intended that participants who self-identified as Indigenous would skip the race/ethnicity 
question. This result was observed in responses from the booked survey and Sexual Health 
Centre. 
Race/ethnicity. The race/ethnicity question included compounded elements of racial origin 
as well as global geographic regions. While race and ethnicity are two different constructs, this 
classification had practical value for coding responses and had been used previously in the 
Canadian context.(47) This question had low rates of missing responses except for participants at 
booked immunization clinics. Among the booked participants with missing data (n=8), almost all 
had been born in Canada, none self-identified as Indigenous and almost all reported that they 
were homeowners. Based on this information, it seemed likely that the pattern of missing 
responses was not random. The potential for lower acceptability for asking about race/ethnicity in 
this subpopulation cannot be excluded. 
Among drop-in participants, 6.3% (n=8) preferred not to respond however five of these 
participants self-identified as Indigenous on the previous Indigenous identity question. The 
remaining three participants were foreign-born and two indicated that an interpreter would be 
helpful. The concordance of responses may suggest that participants who self-identified as 
Indigenous did not see a response option that represented their distinct identity in the 
race/ethnicity question.  As previously explained, the intention was to capture Indigenous and 
non-Indigenous identities separately. 
When the question was asked at the Sexual Health Centre, there were five participants who 
had a missing response. Similar to participants at booked immunization clinics, they were 
Canadian-born females but there was also no information about Indigenous identity. Four of the 
participants had information about educational attainment (3 had post-secondary education and 1 
less than high school). The two participants who preferred not to answer this question had also 
been born in Canada (1 male, non-Indigenous and 1 female). While the numbers are small, the 
pattern needs to be explored. Interviews with clients at the centre hinted at the potential for lower 
acceptability particularly if there was no further consideration of why the information was 
requested. One participant explained her reactions to the question, 
A little surprised yeah when it said my ethnicity like I wonder why they would 
need that and made me stop and think for a second. That kind of makes sense 
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from a health perspective. If there are health concerns that might be related to a 
specific ethnicity then I would want my doctor to know that so they would be 
able to look out for that for me. Other than that it was a brief second ‘well oh 
that’s weird and then ok’. (SHC_P10) 
Gender. There were high item response rates to the question that asked about gender 
identity. Less than 1% of participants had a missing response. Few (n=5) participants preferred 
not to answer. No participant self-identified as transgender. Among participants who preferred 
not to answer, four were immigrants who identified their race/ethnic origin as Asian. The 
majority of participants self-identified as female across both sites. This is probably related to 
social roles of women and the nature of the services (immunization and sexual and reproductive 
health) that were being accessed. Caution should be exercised in extrapolating the results to male 
participants. 
In some instances, it was observed that two parents/care givers and children presented for 
clinic. It is assumed that the responses describe the participant who completed the questionnaire 
on behalf of family members. Figure 5-7 shows that a greater proportion of foreign-born 
participants were male compared to Canadian-born participants across both immunization clinic 
surveys. It is possible that foreign-born males who accompanied their partners/spouses were 
more likely to complete the questionnaire on behalf of the family. Unfortunately, no information 
was captured about the number of couples who attended the clinic and the extent to which this 
occurred cannot be verified. Also we do not know whether English language proficiency 
determined who completed the questionnaire. 
       
Figure 5-7 A: Participants’ place of birth disaggregated by gender identity (Drop in) 
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Figure 5-7(B): Participants’ place of birth disaggregated by gender identity 
(Booked immunization clinics) 
 
        A different pattern was found among participants at the Sexual Health Centre where foreign-
born male participants were relatively few (2/16) compared to those who were born in Canada 
(22/88). This suggested that the service context influenced the gender distribution of the 
responses but could not be explored further with the available data.  
       Housing security. The housing question had variable non-response rates across the two 
sites. The lowest rate of missing responses occurred among drop-in participants (<1%). Less than 
2% of participants across sites selected ‘prefer not to answer’. This suggests that there was little 
sensitivity among those who responded to the question. 
The participant housing profiles were different across project sites. Almost two thirds of booked 
participants owned their home (65.9%) compared with 52.7% of drop-in participants. The 
majority of participants at the Sexual Health Centre were residing in rented accommodations 
(60.5%). No participant reported being homeless at any of the sites. A higher percentage of 
participants at the Sexual Health Centre were staying with family/friends (20%) compared with 
immunization clinic participants (4%). At immunization clinics only, a small percentage of 
participants reported living in supportive housing (1%).  
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5.3.2 Sexual Health Centre Saskatoon 
The following sections describe the response rates for questions that were only included at 
the Sexual Health Centre Saskatoon. This subset of questions included English language ability 
and preferred language of communication with provider, immigration status, disability, intersex 
condition, preferred pronoun, sexual orientation, education, food security and annual household 
income. 
The study sample (N=104) had a median age of 25 years (range 18 – 59 years). The 
majority (89.4%) of participants were between the ages of 18 and 35 years. This is consistent 
with the profile of the general clinic population. Although ineligible for the study, clients as 
young as 13 years were seen at the centre during the study period. The overall participation rate 
was 59.4%. This likely reflects inconsistent recruitment particularly by volunteer reception 
personnel.  The preponderance of youth accessing these services is consistent with national 
surveillance estimates that report the highest rates of sexually transmitted infections among 
young Canadians. (192) 
Language. All participants responded to the question related to self-reported English 
Language proficiency. All participants spoke English either ‘very well’ or ‘well’. However 
participants who had been born overseas were less likely to rate their ability as ‘very well’ (75%) 
compared to those who were born in Canada (99%) (p=0.02, Fisher’s Exact test). These results 
were consistent with the majority (97.1%) of participants also expressing a preference to 
communicate with their provider in English. No participant felt that they needed an interpreter 
during their consultation. 
Immigration status. There was also a high response rate to this question. No participant 
selected ‘prefer not to answer’ or ‘do not know’. The majority of participants (84.6%) were born 
in Canada and 90.4% identified their legal immigration status as Canadian citizens. Only 4.8% of 
respondents were permanent residents while 2% had a work permit or were visiting and 1% were 
international students.  
It is important to note that participants at this site were not as linguistically diverse as those 
at drop-in clinics. No participant reported needing an interpreter compared to 21% of drop-in 
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clients and 11% of booked participants. These differences in the participant profile make it 
difficult to anticipate whether the response would be similar in more diverse populations. 
          Disability. There was a high response rate to the question related to presence of 
disabilities. Only 4.8% (n=5) of responses were missing and 1% of respondents ‘did not know’ or 
‘preferred not to answer’. Seventeen percent of respondents reported having a disability. The 
most common disability reported was mental illness (7.6%) followed by chronic illness (3.9%) 
and physical impairment (1.9%). More females than males reported having a disability (18.8% 
vs. 12.5%).  
Intersex condition (and preferred pronoun). Although there was a high response rate to 
the question related to gender identity, there was a small percentage (2.9%) of participants who 
preferred not to disclose whether they had ever been diagnosed with an intersex condition. One 
participant ‘did not know’ and three did not respond. It was anticipated that some persons would 
be unfamiliar with this more technical term and this was confirmed during participant interviews. 
One participant noted, ‘there was one question [intersex] I wasn’t entirely sure about. I guess I 
don’t have it so I didn’t know’ (SHC_P23). It was included because of its clinical significance 
and it was thought that persons with the diagnosis would be able respond appropriately.  
        Similarly, there were a small number of participants (3.8%) who did not understand the 
meaning of the word ‘pronoun’. One participant stated that, ‘the only one that I had trouble with 
was the pronoun that I use’ (SHC_P5).This might also have influenced their response to the 
question. One participant who self-identified as female reported the preferred pronoun ‘he’. 
Another participant who self-identified as male also selected ‘they’ as their preferred pronoun. 
        Sexual orientation. There was a higher rate of missing responses (5.8%) for the question 
related to sexual orientation when compared to gender identity. Four percent (3.8%) of 
respondents selected ‘prefer not to answer’. More females than males either preferred not to 
answer (3/4) or did not respond (5/6). One female respondent selected ‘did not know’ and another 
described her identity as ‘questioning’. The majority of participants (64%) described their sexual 
identity as heterosexual while 11.5% were bisexual, 5.8% were gay and 3.8% were pansexual. A 
greater percentage of participants who identified as either bisexual (11/12) or pansexual (4/4) also 
identified as female. One participant described her sexual identity as queer while another selected 
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two-spirit. Among the subset of participants who self-identified as sexual minorities, there were 
no participants who were also racial/ethnic minorities. 
         During client interviews, it was suggested that discomfort with disclosure of their sexual 
orientation may be related to uncertainty about sexual identity. A client shared her views about 
the issue.  
Definitely probably the sexual orientation question especially if people are not 
sure themselves. Whether it is that they are dealing with their own issues or 
their expectations of others probably or something like that. (SHC_P7) 
Another participant speculated that social norms surrounding discussion of 
particular topics such as sexual identity might also explain participant discomfort with 
sharing this information. A client participant provided the following explanation, 
I am assuming sexual orientation or if someone was diagnosed with an intersex 
condition, they may feel a little bit uncomfortable as I know these subjects tend 
to be a bit more touchy or taboo in our society. (SHC_P5) 
However, it was also suggested by both patients and providers that sexual orientation may 
be perceived to have low clinical relevance. One client expressed strong views about this, 
The only one that I was kind of questioning was the one question about who do 
you like, are you bi [bisexual] or straight. I thought that one was a little 
personal like why did they need to know that. That is kind of my thing. Only I 
need to know that. (SHC_P16) 
A provider/manager expressed her views that information about sexual identity was not 
essential for delivery of immunization services. Hence, there was little inclination to advocate for 
inclusion in the survey. She indicated, 
Yeah that [sexual orientation] doesn’t affect how we provide service to that 
client so I didn’t feel it was necessary. If it was strictly about social 
determinants of health it would have been relevant. For our services, it really 
isn’t relevant. It doesn’t matter what their sexual orientation is because we are 
going to provide them the same care regardless. (KI_WPC) 
         Education. There was a very low non-response rate (1.9%) to the question that pertained to 
the highest level of education completed. No participants selected ‘prefer not answer’. Just over a 
quarter (25.9%) of participants had completed post-secondary education while slightly fewer 
(23.1%) participants had not completed their post-secondary studies. Nineteen percent of 
respondents had only completed high school while 17.3% had a graduate or professional 
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qualification. There were significant differences (p=0.041) between the pattern of educational 
achievement according to place of birth. Participants who were foreign-born were more likely to 
have completed graduate training compared to their Canadian born counterparts (43.8% vs. 
12.5%) and no immigrants in the study reported trade certification. See Figure 5-8 below. 
     
(*NB 1 participant from both groups had a missing response so percentage does not add up to 100%) 
Figure 5-8: Bar chart showing educational attainment by place of birth 
         Food security. There were two questions pertaining to food security or access. The first 
question inquired whether the respondent worried about their food supply and the second 
assessed the frequency with which food shortage occurred in the previous month. Eight percent 
of respondents had a missing response to both questions. Only one participant preferred not to 
answer. Most participants (69.2%) never worried about their food supply while 13.5% rarely 
were concerned and 7.7% were sometimes concerned. An even higher percentage had never 
experienced food shortage (82.7%).  A small percentage of participants had experienced food 
shortage ‘rarely’ or ‘sometimes’ during the previous month. Two participants who indicated 
worrying about their food supply also ‘sometimes’ experienced actual shortage in the prior 
month. 
 It was suggested by a few participants that there was sensitivity to being asked about food 
security. This seemed to originate from concerns about relevance to care. However other 
participants expressed support for data collection and perceived that persons identified could be 
linked to needed supports. This participant explained, ‘you would want to know if people don’t 
have food. Like it would be good to get a program for people like that’ (SHC_P6). 
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 Annual household income. Just over 10% of respondents had a missing response for 
their annual household income. Another 13.5% of participants did not know their household 
income and 8.7% preferred not to respond. Eight participants had missing responses for the 
cluster of questions pertaining to housing, food security and income. It was noted that these 
questions were on the last page of the questionnaire hence the risk of not being completed was 
higher than preceding questions. 
 Almost a quarter (20.5%) of participants who responded had an annual household income 
of less than $20,000 while 7.7% had earnings of at least $100,000. Over a third (39.4%) of 
participants lived in single person households while the maximum household size was five. The 
annual household income is interpreted in the context of the number of persons that it supports. 
Information was only available for 61 participants. Using the low income cut offs (LICO) 
thresholds, 23 (38%) participants could be classified as having income below cut offs for family 
size. All participants who had an annual income below LICO thresholds were either renting or 
staying with friends/family. All participants who had experienced food shortage either rarely or 
sometimes also had annual household incomes below LICO thresholds. 
 Participant interviews confirmed that there was reluctance to disclose annual household 
income. One client explained, ‘I don’t see why a place like this would need to know my annual 
income. I can understand the food part but not my income’ (SHC_P14). 
Additionally, even if clients were inclined to disclose they did not necessarily know the 
income of other members of the household. This is one of the limitations of directly requesting 
family household income. A client noted, 
No I felt ok answering all of them but I couldn’t answer it because I didn’t 
know the answer to family income. Even if I did know it, I just prefer not to 
answer my specific family income. I feel that’s kind of private. (SHC_P22) 
It was suggested by one participant that a better approach might be to ask about the 
adequacy of the income to meet basic needs. More detailed questioning could then follow to 
determine how best to intervene. She stated, 
On socioeconomic questions, you know I don’t know so much as monetary as it 
puts people on the spot. I didn’t get the tax return question. Off the top of my 
head questions like that but whether your income is a comfortable income for 
you, whether you feel that you are meeting your medical needs to its best on 
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this income, can you afford like the medicine that you need (the prescriptions 
that you need, the birth control that you need). Do you feel living in a certain 
area of town where you don’t have access to public transit or you don’t have 
access to these sort of things? Do you feel that you are getting the kind of 
medical access that you need? And like what else would you ask? I think like 
with terms of housing, people can tell that in their own way. I think that it is 
more like do you feel you have the access that you need and if you do not feel 
like you are not being accommodated why. That could bring an array of 
answers maybe that people didn’t think about. If you do not feel that your needs 
are being met then why and that could open a whole new door. (SHC_P7) 
5.3.3 St Paul’s Hospital – Indigenous identity 
The results for the Indigenous identity question at St Paul’s Hospital are discussed 
separately in this section. This is appropriate because the context in which the question was asked 
was different. A single (isolated) question may be perceived differently than when presented 
alongside other sociodemographic questions. The response options were also different so it was 
difficult to determine when participants preferred not to answer the question. The rationale for the 
decisions about the response options has already been explained. 
De-identified data for patients who were registered at St Paul’s Hospital was abstracted for 
the period July 18th to December 9th 2016. All patients were counted once even if there were 
multiple visits during the period. Data was obtained for all patient visitors combined as well as 
those visitors to the Emergency Department. The analysis is restricted to patients who were at 
least 18 years of age. Only patient sex (derived from the health card) and age were included in 
addition to response recorded in Enovation to the Indigenous identity question.  
The descriptive characteristics of the sample are shown in Figure 5-9. A total of 25,559 
patients were registered during the study period and 23,567 were 18 years or older. Among those 
patients who were at least 18 years, 7,874 were seen in the Emergency Department (ED). Almost 
equal proportions of males and females were registered during the study period. Thirty one 
percent of patients were not asked about their identity in the ED compared to 28.4% of all visits 
combined. Further, a higher percentage of patients self-identified as First Nations or Métis in the 
ED compared to all types of visits (23% vs 13.8%). 
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Figure 5-9: Characteristics of registered patients at St Paul’s Hospital 
 
There was an association between Indigenous identity and patient sex and age that was 
observed across all combined visits as well as ED visits. Participants who self-identified as First 
Nations or Métis were younger and a greater percentage were female. (Figures 5-10, 5-11) This is 
consistent with population projections for the region and province. (193,194) 
 
 
 
Figure 5-10: Percentage of responses for Indigenous identity disaggregated by patient sex 
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Figure 5-11A: Bar chart showing responses for Indigenous identity disaggregated by age group 
(All visitors)                                                                
 
 
 
Figure 5-11B: Bar chart showing responses for Indigenous identity disaggregated by age group 
(ER visitors)  
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A multivariable logistic regression model was fitted with ‘response=yes’ as the dependent 
variable and age group and sex as independent variables. Patient’s sex was not associated with 
responding ‘yes’ to the Indigenous identity question (p=0.490, OR=1.03 95% CI 0.95 – 1.11) in 
these adjusted analyses. However, younger patients were more likely to identify as First Nations 
or Métis than elderly patients (≥65 years). Patients who were 18 – 34 years had 6.1 times greater 
odds (95% CI 5.4 – 6.8) of identifying as First Nations or Métis compared to those who were 
elderly (≥65 years). Similarly, participants who were 35 – 64 years also had greater odds of 
responding ‘yes’ than elderly participants (OR 3.3, 95% CI 2.9 – 3.7). (Table F-3) From the 
available information, non-Indigenous participants were more likely to be older. It is plausible 
that clerks were less likely to ask persons who they perceived were non-Indigenous. The author 
was unable to confirm whether this practice occurred despite several attempts to investigate this 
result. 
 There were limited opportunities to explore the reasons why patients were not asked 
about their identity. Those who were not asked (“not stated”) were more similar in 
sociodemographic characteristics to those who did not identify as First Nations or Métis. It was 
suggested by key informants that patients who were too ill or distressed may not be asked. 
Information about the severity of illness was unavailable to examine this hypothesis. The author 
observed that unaccompanied patient transfers by ambulance were registered by attendants hence 
there was no direct patient interaction with the clerk. It is unlikely that this group of patients 
accounted for the large number of blank/not stated fields. It is more plausible that clerks 
exercised more subjective judgments about whether to ask patients about their identity based on a 
combination of factors including patient volume, comfort with asking and observable 
characteristics. 
5.3.4 Participant perceptions of sociodemographic data collection   
The pattern of responses to sociodemographic questions provided limited information 
about the acceptability of data collection. It was necessary to explore the underlying reasons for 
the responses during interviews. The perceptions of other actors such as providers and 
management were also needed for a comprehensive understanding of acceptability from multiple 
perspectives. The following section presents an integrated narrative that compares participant 
perceptions across sites with respect to perceived importance of sociodemographic data 
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collection, appropriate target audience to screen for social risks and preferred mode of 
administration of questions. 
 Interviews were the main source of information about participant perceptions and 
experiences with sociodemographic data collection. Demographic characteristics of interview 
participants are summarized in Table 5-3. The number of participants varied across sites and was 
largest for the hospital site. Most participants were outpatients at the time of the interview except 
for those interviews with inpatients who identified as First Nations or Métis. Across all sites the 
majority of participants were White North American/Caucasian except at booked immunization 
clinics. A higher percentage of interview participants self-identified as First Nations or Métis at 
St Paul’s Hospital than the other two project sites. The majority of participants were female 
except at St Paul’s Hospital where the proportion of males and females was almost equal. As 
anticipated, age distribution of participants was different with younger persons at the Sexual 
Health Clinic and immunization clinics.  
Table 5-3: Descriptive characteristics of interview participants across sites 
Characteristic Booked  
immunization 
clinic 
N=17 (%) 
Sexual Health 
Centre 
N=25 (%) 
St Paul’s Hospital 
Outpatients 
St Paul’s Hospital 
Inpatients 
N=222 (%) N=37 (%) 
Gender 
Female 
Male 
 
12 (71) 
  5 (29) 
 
19 (76) 
  6 (24) 
 
113 (50.9) 
109 (49.1) 
 
21 (56.8) 
16 (43.2) 
Age (years) 
18 – 34 
35 – 64 
≥65 
Missing 
 
15 (88.2) 
  2 (11.8) 
  0 
  0 
 
17 (68) 
 2    (8) 
 0 
 6 (24) 
 
  29 (13.1) 
124 (55.9) 
  65 (29.3) 
    3 (1.4) 
 
  4 (10.8) 
28 (75.7) 
  5 (13.5) 
 
Race/Ethnicity 
Caucasian 
FN/Métis 
Asian 
African 
Hispanic 
 
7 (41.2) 
1 (5.9) 
7 (41.2) 
2 (11.8) 
0 
 
23 (92) 
  1   (4) 
  0 
  1   (4) 
  0 
 
192 (86.5) 
  23 (10.4) 
    4 (1.8) 
    2 (0.9) 
    1 (0.5) 
 
 
37 (100) 
 
Level of comfort. During interviews, only the participants at the Sexual Health Centre and 
St Paul’s Hospital were asked about their level of comfort with the collection of 
sociodemographic information. Most participants felt comfortable but were often surprised that 
the information was requested during their medical encounter. One participant said, ‘I was 
surprised that they asked but I wasn’t offended’ (STP_P55). Participant perceptions of comfort 
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were best appreciated in context. At St Paul’s Hospital, although Indigenous and non-Indigenous 
participants were comfortable with providing the information, the underlying reasons given were 
different.   
Non-Indigenous participants perceived that the question had less relevance for them. A 
participant noted, ‘It didn’t bother me because I am not First Nations’ (STP_P1). Among some 
participants who self-identified as First Nations or Métis, their identity was an embodiment of 
self and source of cultural pride. For example, one participant shared her views, ‘I was very 
comfortable because I am secure in my identity. If it bothered me I would have told them’ 
(STPI_5). 
There were also assumptions by some participants that the question was asked in order to 
appropriate benefits (Non-insured Health Benefits). An Indigenous participant noted, ‘I was ok 
with it. I thought they asked because of the treaty benefits for our people’ (STPI_7). 
Those persons who expressed discomfort perceived that it was inappropriate to ask and 
unnecessary for the delivery of care. This was consistent with limited appreciation of the 
importance of asking about Indigenous identity. One participant explained, ‘I don’t think that 
they should ask because that is not important’ (STP_P107). Another Indigenous participant 
shared his concern about being asked about his identity. ‘I was kind of uncomfortable because I 
didn’t know whether it was appropriate and if they needed the information for my care. I wanted 
to be respectful so I answered’ (STPI_P2).  
 While participants at the Sexual Health Centre were also comfortable with data collection, 
this varied depending on the specific question. This has been discussed previously with regard to 
income, sexual orientation and race/ethnicity. In contrast to outpatient participants at St Paul’s 
Hospital, there seemed to be greater appreciation of the importance of sociodemographic data 
collection and this will be discussed further in the next section. A participant shared his 
perspective on the issue.  
It didn’t bother me at all because I understand that it is necessary for them to have that 
information to help you in general. It is not there to be intrusive but to help everybody. 
Honestly, I was quite pleased because it was very gender friendly for LBGT people. I 
had no problem with it and I thought it was good and quite important (SHC_P25). 
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 However participants who were uncomfortable also felt that it was either inappropriate to 
ask or deemed it unrelated to the care that was provided. As one participant noted, ‘I don’t think 
that it is appropriate to ask’ (SHC_P14). 
Perceived importance of sociodemographic data collection. Management assigned high 
priority and importance to the collection of sociodemographic data to understand the needs of 
clients who accessed care at the sites.  This varied little across project sites even though the 
expressed purpose for collection of sociodemographic information was different. A manager 
explained, 
We can’t really just think of the health of a person as a specific issue that we 
are dealing with because there are all kinds of social factors and other things 
going on in their life that determine their ability to make health decisions or 
healthy choices. So I guess for me, it is something that I feel is very important 
and contributes to health equity. I see sexual and reproductive health as a 
fundamental part of that whole piece because it really determines a lot of the 
choices that people are able to make and I think that the choices that people are 
able to make are really impacted by their other social circumstances that are 
going on in their life. (K1_2) 
Another manager discussed her motivation for participating in the project, 
So I was really curious to see exactly what the clientele need that come here 
and use that service and it has changed drastically in the past five years. So just 
getting a better feel for who is using the services and who is coming here and 
why they are coming here. (K1_1) 
Yet a different manager shared her hopes for the project’s impact on health of 
Indigenous peoples. She said, 
Recently I saw this quote ‘without data we cannot empower the people’. People 
need the data to be empowered and that is how we will be able to get the 
community to really understand why we need to ask certain questions. And why 
it is that we need to deliver the services and supports that we provide. 
Sometimes services don’t work based on the way that they have been 
developed. (KI_3) 
Providers also perceived that it was important to understand the social context of clients 
although it was not a common practice across all types of visits. This was illustrated by primary 
care nurses who explained that social needs assessment was an integral part of the care for 
postnatal clients but not during immunization visits. One primary care nurse provider explained, 
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‘we always ask our postnatals about their financial needs such as whether they have employment 
insurance (EI) and if they have applied for child tax benefit’ (N_WPC). 
Clients’ perceptions of the importance of asking about social circumstances varied across 
the project sites. The context in which the question was asked as well as participant awareness of 
related issues seemed to influence perceptions.  At St Paul’s Hospital, perception of importance 
of asking about Indigenous identity was associated with self-identifying as First Nations or Métis, 
gender identity and age group. (Figure 5-12, 5-13, 5-14) 
 
Figure 5-12: Perceived importance of asking about Indigenous identity 
disaggregated by Indigenous identity 
 
 
Figure 5-13: Perceived importance of asking disaggregated by gender identity 
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Figure 5-14: Age disaggregated by perceived importance of asking about identity 
Factors that favoured patient disclosure of sociodemographic data 
Interviews with participants pointed to several factors that encouraged patients to share 
sociodemographic information. These perceived factors will be discussed in this section. 
Understanding the rationale for data collection. Participants who felt that it was 
important and beneficial to ask clients about their social circumstances shared examples or 
experiences of how the information could be used to improve care. Reasons offered included: 
Surveillance and understanding of clients social needs. A client compared 
sociodemographic data collection to other population based efforts to capture data such 
as the census. She stated, ‘Important like a census. I guess it is important to understand 
the society that we live in. Very important for the future to assess the needs of clients’ 
(SHC_P5). 
Adjustment of clinical care to address unmet social needs. Another participant 
explained how information could be used in care, ‘I think it is important to ask clients 
about those situations in order to tailor health care treatment based on their need’ 
(SHC_P21). 
 
37.9%
50%
27.3%
62.1%
50%
72.7%
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Percentage of participants who perceived it was important to ask 
about identity
Yes
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Advocacy to funding agencies for resources and to demonstrate need. This was illustrated 
by the following two clients who said, 
No because if I take just a second to think about it. It makes sense why you 
would want to find out about how much you make. This is a service that a lot of 
people use and it is not only for people who have a lot of income coming in, it 
is for everybody. And I think if you had something like this you would be able 
to show the government if they were ever to question should this be something 
that we should charge for, you will actually have some documentation that says 
no these are the people that we are here to support and help and not everybody 
is able to pay. (SHC_P10) 
..And then if you are looking for funding, you need data so that you can 
approach people for the funding. And it is like we need more information to say 
that we need more resources in particular areas of the city. (SHC_P24) 
Provision of culturally competent care. Some participants thought that it was 
important to acknowledge a person’s cultural identity during the delivery of care. One 
participant said, ‘I believe in equality and fairness and I treat everyone with dignity and 
respect. Understanding who we are is part of achieving this goal’ (STP_P17). Another 
participant was aware of the disproportionate burden from chronic diseases among 
Indigenous peoples and felt that it was important to adjust risk for screening based on 
Indigenous identity. He explained that, ‘People who are First Nations have a higher rate 
of diabetes and some other conditions so it is important to know so that you can check 
for those diseases and treat them’ (STPI_P3, inpatient). 
Other participants referred to the importance of asking about Indigenous identity 
in order to determine eligibility for treaty entitlements and benefits. A participant 
reported, ‘there are many First Nations peoples and there are different regulations for 
them so I think that it is important to ask’ (STP_P160). Another participant shared her 
views about being asked at registration, ‘I was surprised but so glad that they asked. I 
used to spend $400 per month on medications and I couldn’t afford it. Now I can get 
help because of the benefits’ (STPI_P15). 
Trust in organization’s motives for data collection. Support for collection of 
sociodemographic information was expressed by some participants based on a genuine 
trust about the institutional motives of sociodemographic data collection. This occurred 
among participants who had prior positive experiences with the health care system. One 
 162 
 
client stated, ‘As long as it is for improvement, it is ok’ (M_WPC). Another participant 
was willing to disclose her Indigenous identity although she wasn’t completely certain 
of the reason for asking. She explained, ‘If they want to know who I am, I will tell them 
who I am. They must have a reason for asking that question’ (STP_P181). 
Safe space for disclosure. For others, perception that the Sexual Health Centre was a safe 
space to discuss and receive help for sensitive health issues eased the burden of disclosure. One 
participant explained, ‘I come here because I feel comfortable talking with the people here about 
my sexual health. So I just think it is a really good atmosphere and no one is really judgey 
[judgmental] and anything so that is very good’ (SHC_P23). 
Another participant emphasized the importance of ensuring confidentiality of the 
information in supporting client disclosure. She reported, ‘When I was told that it was 
confidential, I believed that it was and trusted that. I felt quite safe to include anything’ 
(SHC_P15). 
Factors that discouraged patient disclosure of sociodemographic data 
Low priority. Although some participants agreed that it was ‘somewhat important’ to 
collect sociodemographic data, it was perceived to be low priority in the context of particular 
services such as immunization. The participants viewed the visit as focused with respect to its 
purpose and perceived that opportunities to discuss other issues were limited. A participant 
shared this view, ‘When we come to the clinic, we are here for immunization and to talk about 
how [the] baby is doing’ (F_WPC). 
Time constraints. This service expectation was also shared by primary care nurses who 
also felt that the scope of the immunization service was limited. Nurses expressed that service 
design features made it difficult to accomplish other tasks such as screening for social needs in 
the available time. A nurse was supportive however shared her concerns about integrating 
sociodemographic data collection. ‘If patients want the nurse to ask them about social factors 
then I will do it but give me more time. I can’t do it within the normal clinic session’ (N_WPC). 
Low relevance to delivery of care. Among participants who felt that it was not important 
to ask about social circumstances, the reason most commonly cited was that it was not relevant to 
the purpose of the visit. One elderly participant said, ‘I don’t think that it affects my care’ 
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(M_WPC). Another participant felt that it was inappropriate in health care settings. She 
explained, ‘I think that it would be more appropriate for like a bank or social services or 
something that. That is what I think’ (SHC_P14) 
A subset of participants who were not socially disadvantaged also perceived data collection 
to be of low personal relevance. One male participant explained. 
Well you know it probably is important. Myself I don’t give it much thought 
because I am not socially or economically disadvantaged. I am a professional 
and I make a good living so I don’t even think about stuff like that. But I 
suppose when somebody is not in a situation like that, it is probably very 
important. If I go back 30 years when I was a university student maybe it was a 
concern but I always had good family and emotional support so I never gave it 
much thought then either. So I didn’t worry about it but I suppose that it is very 
important. If somebody needs some help, you have to find out why they need 
the help. So that is about all I can think about that one. (SHC_P11) 
Among non-Indigenous participants at St Paul’s Hospital, this sentiment was also 
expressed. One participant stated, ‘I don’t think that it is important for me because I am 
not First Nations’ (STP_P32). 
Fear of misuse of information. An Indigenous participant also expressed concern about 
the potential for misuse of the information. She had prior negative experiences with the health 
care system. She shared her perspective, ‘Not important to me especially if it will affect how you 
are treated in a bad way’ (STPI_P15). 
Perceptions that sociodemographic data collection was contrary to principles of 
equality. A few participants were vehemently opposed to the collection of information about 
Indigenous identity. They felt that it perpetuated or magnified historical tensions between 
Indigenous and non-Indigenous peoples and that everyone should be treated the same thus 
negating need for additional information about personal characteristics. A non-Indigenous 
participant offered this comment, ‘Do we want to be one or not? We can’t have it both ways. 
Time for healing and coming together. When we have to single people out, we reinforce 
stereotypes and stay stuck in the past’ (STP_138). Another participant said, ‘I am opposed to 
special treatment for people who are First Nations so I don’t think that it is important’ 
(STP_P25). 
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         Other participants argued that the practice of asking about one particular ethnic group was 
contrary to principles of equality. Views tended to be more polarized in the acute care site 
compared to other sites. A non-Indigenous patient suggested, ‘We shouldn’t single out one group 
for support but we should be concerned about the needs of all ethnic groups’ (STP_P19). A 
participant asked, ‘Why can’t we all be treated the same? Aren’t we all equal?’ (STP_P180). One 
participant asserted that it was discrimination against the majority to offer cultural supports for 
only one group. He argued, ‘Isn’t it discrimination to ask the question and treat people 
differently?’ (STP_P175).     
Perceptions about who should be screened 
 All participants were asked about their perceptions of the appropriate target population for 
collection of sociodemographic information. Across all sites, there was overwhelming support for 
a universal screening approach. This would avoid subjectivity and profiling some clients. A 
participant noted,  
If you started to single people out, for instance I might be struggling 
desperately and financially with drugs and addiction. I don’t think that I present 
myself as someone who is struggling financially and with substance abuse. I 
just think that singling people out could harm the accuracy of the data collected. 
Again depending on why you are collecting it, I think that asking everybody is 
the safest way to collect accurate information. (SHC_P15) 
 Another participant shared similar views and stated, ‘I think you should ask 
everyone or no one in order to be fair’ (STP_P15). 
 There was an appreciation among participants at the hospital that it could be 
difficult to distinguish some identities based on their physical appearance. A participant 
explained, ‘[You] can’t tell by appearance alone. Some are Aboriginal but don’t look it, 
so best to ask’ (STP_P1). 
However, a few clients thought that only selected persons who they perceived as 
vulnerable, for example those who had low income, other risk factors (e.g. lack insurance or 
chronic conditions) or who could benefit were appropriate to ask. A male participant offered this 
explanation, 
I think that it isn’t always a necessary question. When it comes to medication 
that you may have to pay for or when it comes to certain illnesses and ailments, 
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I think that it can be valuable to know about someone’s social circumstances so 
that you can give them the best advice possible and best recommendation. And 
also so that as the doctor, you can understand where your patient is coming 
from and learn what works within the community. (SHC_P12) 
I think it should be based on whether or not you have say insurance, whether or 
not it is a chronic illness, whether or not it is an illness or ailment that most 
likely affects those living in poverty; say someone with AIDS for example who 
may not be able to afford the medicine necessary from day to day. It would be 
important that the doctor know in that case. External appearances I don’t think 
should be the qualifier but personal information definitely should be and what 
they are dealing with. (SHC_P12) 
Another participant thought that a targeted approach was also complimentary as sometimes 
people who are the most vulnerable could be missed. She explained,  
I think everybody like a universal approach is good because then you get to 
know what services are needed. I do think though in communities that are 
facing poverty and stuff, you sometimes need to have that targeted approach 
because there are a lot of people who are being missed or whether it is a 
transient community, people living in poverty and if there are language barriers 
as well. Well they might be hesitant to answer or straight out not answer and 
you might get all the straight up like white affluent males answering that 
particular survey. So I think both are important. Just in considering if you are 
doing a universal approach, you need to look at who might be being missed. 
(SHC_P24)  
One participant at the booked immunization clinic felt that the onus was on the client to 
engage the nurse for assistance if there were social factors that were affecting the health of the 
child/family. She did not believe that the health care system should intrude but be invited to 
intervene in these matters. 
 Despite the fact that most participants appreciated the limitations of physical appearance as 
an arbiter of racial/ethnic origin, a few participants argued that ‘common sense should prevail’. 
They reasoned that it was unnecessary to ask patients who appeared non-Indigenous. A non-
Indigenous participant argued, ‘Do I look First Nations? I think common sense should apply in 
some cases you can see that the person is not native [Indigenous]’ (STP_P105). 
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Preferred mode of data collection 
There was marked variation across sites in preferred modes for data collection. It was 
evident that multiple factors were at play including role expectations for providers, pragmatic 
considerations and sensitive nature of the questions. There were some similarities between client 
perceptions at immunization and sexual reproductive health clinics although it was apparent that 
‘one size didn’t fit all needs’. 
Role expectations. Some clients would be most comfortable with the doctor/nurse 
collecting sociodemographic data because of privacy and confidentiality concerns. Participants 
also felt that the doctor/nurse was in a unique position to help the patient to address unmet social 
needs.  A client attending immunization clinic shared his views, ‘I think maybe that it would be 
good if the nurse asks because then she is able to help you to find support for the problem’ 
(M_WPC). Another participant explained her preference, ‘I think it would be better if the doctor 
brought it up in a verbal conversation because that way you are dealing face to face and you get 
the opportunity to elaborate on your own needs’ (SHC_P7). 
In contrast, other participants felt that it was not appropriate for the physician to 
ask about sociodemographic information because they were engaged in more important 
aspects of clinical care. A participant reported, ‘I feel maybe the nurse or administration. 
I feel like doctors are little bit less involved with that but nurses are little bit more 
personal’ (SHC_P22).  Another participant explained, ‘I definitely would not want my 
doctor asking me about that. The time is too short and I prefer to spend it talking about 
my care’ (STP_P173). Yet another client felt that neither physicians nor nurses should 
inquire about sociodemographic information. He stated, ‘Doctors and nurses have other 
things to do’ (STP_P206). 
For other participants, the specific designation of the individual was less important than 
whether they possessed the skills to engage the client in a sensitive and appropriate way. One 
participant explained, ‘As long as the person is someone in authority who won’t disclose what is 
being said. So a professional who keeps it confidential’ (SHC_P6). 
Sensitivity of questions. However, some participants at the Sexual Health Centre 
expressed a preference for self-administration as they felt that it could be more 
 167 
 
intimidating being asked the questions by a provider. One participant shared her 
concerns, ‘My preference was a self-administered survey and I felt more comfortable 
answering those questions on paper than I would if a nurse or doctor were asking those 
questions’ (SHC_P21). 
Another participant shared a similar view, 
I like this for me personally because I felt awkward like face to face. This way I 
don’t have to face anyone so I can subtly circle my answer without having to 
say it out loud if I was uncomfortable. I was comfortable with it but I am just 
thinking for other people if they didn’t like to talk about their sexuality or 
things like that they don’t have to. They can just circle or check mark. 
(SHC_P8) 
Practical considerations. Other participants considered that it was more efficient to 
complete the form while waiting so that the limited consultation time could be spent on clinical 
care. A participant shared her perspective, 
I think it is a better idea just filling it out before your appointment and giving it 
back to them with the forms. Because then it is not taking time from the doctor 
when you could be discussing the things that you came here for. You can get it 
done over and dealt with before your appointment and they can grab your file, 
read it, take a look and know what’s up and get going with all the important 
stuff. (SHC_P23) 
An outpatient participant at St Paul’s Hospital expressed support for data 
collection at registration. He explained, ‘I think that the point of first contact is the best 
place to collect the information’ (STP_P156). 
A participant preferred to complete the form because she wanted to be sure that her needs 
were correctly identified and accurately documented. She stated, 
It would feel more comfortable always with a written question. I feel that 
sometimes even with doctors and nurses you can feel whether or not it is 
actually there, a sense of judgement or even interpretation of your answer that is 
going into filling out the form. Someone is always giving you signals of their 
reaction to it. So I would always prefer especially personal information writing 
it. I would also be certain that I have written exactly what I mean whereas 
sometimes when someone is listening to you if there is a longer answer form or 
even shorter answer form, you don’t necessarily know what it is that they are 
filling out and if it is exactly representative of the answer that you wanted to 
have. (SHC_17) 
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A few participants thought that clients should be offered the option of self or provider 
administration and there was no one right way to collect the information. One participant shared 
her views about multiple points of data collection, 
I think even if a doctor or nurse were able to ask, some of those questions like 
the financial one could be answered personally. (Pauses to think) No you know 
what? I would prefer to answer it on my own as I did today. I think it is 
important in regular intake to ask about sexuality too. I would prefer to fill out 
the financial and eating stuff on my own. The other stuff I think could be asked 
by a doctor or nurse. (SHC_P24) 
Figure 5-15 shows preferences for mode of data collection among outpatients at St Paul’s 
Hospital. Most participants felt that it was appropriate to ask at registration because it was the 
first point of contact and information was already being captured here. A minority of participants 
(8.6%) interviewed felt that it was consistent with the role expectations of doctors and nurses. 
However, self-administration was not a common preferred mode of data collection for the single 
question on Indigenous identity. 
Figure 5-15: Responses to most appropriate person to collect sociodemographic information  
(Outpatients St Paul’s Hospital) 
 
Inpatients at St Paul’s Hospital reported more variation in their preferences than 
outpatients. While participants agreed that it was ideal to collect information at the first point of 
contact, others perceived that it would be better for those involved in care to obtain the 
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information. One participant explained, ‘I prefer the doctor because they are the ones taking care 
of you. They know if that is important to your care’ (STPI_P33). Another participant shared a 
similar view, ‘The nurse is best because they get to know you and care about you as a person’ 
(STPI_P34). Some participants did not have a preference however no one offered self-
administration as their option of choice. 
 Management and providers prioritized similar considerations as patients with respect to 
determination of who should collect sociodemographic information. Within outpatient settings, it 
was felt that nurses were well placed to collect and act on the information. Several advantages of 
provider administration were discussed. There is a therapeutic alliance with the provider who is 
seen by clients as being trustworthy. Also the privacy of the consultation room and minimization 
of distractions were felt to be advantageous over self-administration in the waiting area. One 
provider explained, 
I definitely think that you could do a frontline survey but I feel like the 
questions are a lot more personal and confidential. Patients would feel more 
comfortable in a private setting, either with a counsellor or a nurse answering 
those questions, rather than a waiting room with two or three other people and 
they have a question on how to answer a question. It kind of negates some of 
their privacy so I feel like that is something to consider. (P4_SHC) 
 Additionally low literacy and language access barriers could be better mitigated through 
nurse-administration. There was also recognition of pragmatic considerations related to time 
available for clinical tasks and the priority accorded to their achievement. One manager 
commented, 
I think ideally if we had all the time in the world, I would choose to have the 
nurse deliver it within the clinic room. If they have never met that client then 
they can establish a bit of a relationship and start asking those questions […] 
But I think as a second option which would definitely work would be to deliver 
the questionnaire and have the nurse review it and go over any key points 
within the clinic consultation. (KI_1) 
 For institutionalization of sociodemographic data collection in primary care settings, it was 
felt that a dual approach would be feasible with completion of the self-administered questionnaire 
while waiting and follow up with the provider for positive screens. A manager explained how this 
could be achieved, 
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From an administrative perspective, it is really difficult because you want to 
balance all of these different needs, wants and desires in that kind of short 
clinical visit. So yeah, I think in the best world situation, an organization like 
ours would have funding for a full time counsellor or some role like that would 
be able to do some of that frontline work. But unfortunately that is not the 
model that is available to us right now. So I think, in the model that we are 
working with right now, the best option for us is the questionnaire. However if 
there was another model of funding where you actually were able to do much 
more full spectrum work that incorporated the clinical visit with some kind of 
other services going on. That would be more generative but yeah it is the way 
that we are trying to balance the time spent clinically and the time spent doing 
other stuff is a real challenge. (KI_2)  
At St Paul’s Hospital, there was support from key informants for asking about identity at 
registration. However, this did not extend to an expanded list of questions. This suggested that 
future efforts to include more questions at registration may require greater advocacy. A manager 
clarified her views, 
I don’t think registration is the appropriate place to ask the full list of questions, 
I think that should be part of the intake on the ward if it is going to be done. 
With that said, I think it is ok to ask the Indigenous identity question at 
registration. While I don’t that the staff understands in detail all the things 
[services] that First Nations Metis Health offers, they can direct/refer patients 
there if they identify and there is a need for support. (KI_3) 
In contrast, another manager emphasized practical considerations and adapting 
current options to collect sociodemographic information. She explained, 
It has to be through registration. It has to be where we can actually capture the 
data. We already have that system in place so we have to be able to work with 
them. It is not a matter of making something different. It is a matter of using the 
tools that we already have and re-evaluating the way that we use them and take 
a step back and see how else we can better serve the people. (KI_4) 
Summary. It was feasible to collect selected sociodemographic information across three 
urban health care sites although there was a gradient of comfort depending on the question and 
the context in which it was asked. The number of questions evaluated, participant characteristics 
and mode of administration varied across sites. This imposes limitations on the transferability of 
results to vastly different health contexts.  
There were high response rates for questions related to English language ability, preferred 
language of communication, immigration status and place of birth in the site(s) where they were 
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assessed.  A modified version of the question about need for an interpreter seemed to lack clarity 
and had higher rates of missing responses than the original version.  
          Despite high acceptability of asking about place of birth, year of arrival had one of the 
higher rates of missing responses. Within the Saskatoon Health Region, it is estimated that 
newcomers account for 10% of population. (161) Although the absolute numbers were small, the 
consistency of this finding across sites requires further investigation. 
 The question related to race/ethnicity had good response rates although results also 
suggested that there was sensitivity to asking among subgroups of participants. Once the issue 
related to signposting was resolved, there were few participants who preferred not to answer. 
However, the profile of participants who had missing responses reflected persons who were 
female, Canadian-born and non-Indigenous. This is likely to include persons who belong to the 
dominant cultural heritage who may perceive little relevance to asking about their race/ethnicity. 
Various questions inquired about Indigenous ancestry and identity across sites. Response 
rates were lower when an isolated question was asked by registration. This may suggest that there 
is higher acceptability for asking a subset of ethnicity questions that include Indigenous identity. 
The fact that the mode of administration allowed the interviewer to assess observable 
characteristics of the respondent and their reaction to the question complicated the 
disentanglement of self-reported and observer ascribed identities. Despite the problems 
encountered, majority of participants who were interviewed were willing to disclose their identity 
at registration. System supports to improve the IT platform to accommodate the expanded list of 
response options and increased capacity among registration would be required to increase the 
quality of data collection. 
Asking about the presence of disabilities and highest education completed were assessed at 
one site. This adds to the literature as the other Canadian project that examined sociodemographic 
data collection did not include a question about education.(47) Among study participants, the 
percentage that did not have a high school education was lower than the regional average for 
Saskatoon (7.7% vs. 11%). (195) This may have influenced acceptability as study participants 
may have been more likely to understand the questions. A different mode of survey 
administration may be more conducive for client populations with lower literacy level. 
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There were high response rates to the gender identity question. All sites currently capture 
information about biological sex. The distinction may not be appreciable for some persons whose 
gender identity is concordant with their sex assigned at birth. The majority of participants self-
identified as female in the two sites where the question was evaluated. Further, there are gender 
differences in the pattern of health care seeking behaviour that is further compounded by sexual 
and reproductive health needs. (196–198) Traditionally, women have been the central focus for 
sexual and reproductive health services as they are primary targets for screening and 
contraceptive products. Although this is gradually changing, it is not uncommon for females to 
account for the majority of clients especially in primary health care settings. Consequently, 
caution must be exercised in extending the results to male participants. 
The response rate to questions pertaining to sexual orientation was high. This suggested 
that participants were willing to answer questions about their sexual orientation in the context of 
the delivery of sexual and reproductive health services. In addition, sexual minorities accounted 
for a higher proportion of study participants compared to regional estimates which was reassuring 
given the mission of the centre. (199) Several factors may contribute to client comfort with self-
disclosure of sexual orientation including non-judgmental attitudes of staff and clients, LGBTTQ 
positive posters and signage, use of inclusive language, confidentiality and staff who are 
knowledgeable about LGBTTQ specific issues. (126) The centre has a close collaboration with 
another queer friendly CBO and shares a provider who delivers outreach clinical services at their 
facility. It is likely that the centre is perceived by sexual minorities as a safe space where high 
quality sexual and reproductive health services are available. Among study participants, there 
were no racial/ethnic minorities who also self-identified as sexual minorities. It is possible that 
patterns of responses would differ among this subgroup.   
 The possible reasons for the pattern of responses to the housing question across sites has 
already been explored. A combination of factors likely affected the response including context in 
which the question had been asked, order and response options of the question. The housing 
status profiles of participants at various sites were different. There is increasing concern about the 
affordability of housing in Saskatoon as demand and prices have increased steadily since 2007. 
(200) This is an example of an issue that is invisible unless specifically broached in a clinical 
context.  
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 The lowest acceptability was found for questions related to income. This is a consistent 
finding among surveys with income questions. (201)  This question was placed last and presented 
close-ended options because it was anticipated that it would be the most sensitive. It is 
noteworthy that some participants did not know their annual household income. The difficulty is 
appreciable as estimation requires consideration of different sources of income and different 
contributors in the household. This raises concerns about the accuracy and utility of this question 
for screening purposes. The most common social risk to health in this sample was low income. 
Clustering of social disadvantage also occurred among low income participants with coexistence 
of food shortage and residing in rental accommodation.  This illustrates how the information 
could be applied if it could be successfully collected. 
 There was support for universal screening for social determinants across sites. Even when 
perceived importance of asking was low, participants agreed that if the information were to be 
collected, all persons should have the opportunity to choose whether or not they wanted to 
respond. Most respondents had a mode of administration preference however context likely 
influenced the choice. It may be desirable to offer respondents a choice in order to have the 
flexibility to meet diverse needs. 
5.3.5 Suggested improvements to sociodemographic data collection 
 Although it was feasible to collect sociodemographic data, there were several suggestions 
from patients and providers about how it could be improved. These suggestions will be discussed 
in two general groups according to whether they pertained to the question and its format or the 
process of data collection. The majority of participants at the Sexual Health Centre found it easy 
to understand the questions and thought that the response options were adequate for self-
description. One participant commented,  
I thought that there was a great breadth of response choices. My view is 
probably skewed. My answer choices were always right at the beginning. I have 
no problem with English and I didn’t have to read very far to find that applies 
to me or that’s my box to tick. So for me personally that was very easy to fill 
out. (SHC_17). 
 Participants also welcomed the inclusion of an option for ‘prefer not to answer’. One 
participant explained, ‘No I thought it was good and it gave the option if someone was 
uncomfortable that they could check that they didn’t want to answer the question’. (SHC_20) 
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 There was a suggestion to improve the question pertaining to presence of disabilities to 
reflect the daily variation in functional capacities. The client’s suggestion was to identify specific 
tasks perhaps self-care and decision making that may be easier to answer. She noted, 
I think there was one question there where it asked if it affected your daily 
activities. And I have ADHD [attention deficit hyperactivity disorder] so not 
every single day does it affect my daily activities but you know if I don’t take 
my medication or if it is really bad one day, I struggle with certain things more 
than I do other days. I don’t think that question should be daily activities but 
certain life tasks you know. (SHC_P4) 
 There was also a suggestion to modify the income question to inquire about general 
adequacy to meet basic needs. The care team proposed that the format of the questionnaire should 
be altered. The number of pages should be reduced and questions arranged in columns on each 
page. This would reduce the likelihood that clients would miss questions located on the back 
pages of questionnaires. A care team member outlined these suggestions,  
 I would say that maybe if the format were different then it would have made 
people answer the questions faster. I feel like you know how our medical 
history form is – really condensed and small with a series of checks? I feel like 
if it had been more questions on a page then they would have gotten through it 
faster. (P4_SHC) 
I don’t think that it was too long. People didn’t mind filling it out. I just think 
that some questions got missed because of the last page. It could be solved by 
placing more questions on a page. Or to print the survey single sided so that it is 
like I fill this out, I fill this out then I fill this out. (P4_SHC) 
Especially when participants felt comfortable putting prefer not to answer for 
sexual orientation and then didn’t put answers for those questions on the back. 
This indicates that they probably didn’t even see that page. (P4_SHC) 
There was limited understanding of the rationale for data collection particularly at St Paul’s 
Hospital. It was suggested by some participants that it would be helpful to have a better 
understanding of why they were being asked about their identity. As one participant noted, 
‘Explaining why the information is being requested can go a long way to encouraging people to 
answer’ (STP_P76).  Another participant agreed and shared a similar opinion, ‘It can be 
uncomfortable if you don’t know the reason that they are asking’ (STP_P99).  
It appeared that most persons did not see the posters or request additional information from 
registration. One participant stated, ‘Signage is needed so that patients are not taken aback by the 
question’ (STP_P53). Consequently there were assumptions about why the question was asked. 
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Some patient participants also suggested that more consideration should be given to privacy 
of the environment. A few participants suggested that the question should be asked more 
discreetly by registration. One participant commented, ‘The registration clerks should try to ask 
more discreetly’ (STP_P157). Another participant suggested that a silent process may afford a 
modicum of privacy in the current hospital environment. He said, ‘Privacy may be an issue. 
There should be a silent process’ (STP_P151).   
5.4    Application of sociodemographic data collection 
 In one site, there was clinical application of sociodemographic information in individual 
care. Information was collected that assessed the effect of the project activities on the provider 
practices. At the Sexual Health Centre, a pre-post implementation comparison of documentation 
of unmet social needs and provider care interventions was conducted. During the post 
implementation focus group discussion, the care team was also asked about their experiences and 
any perceived impact on the way that they provided care. The author (HWR) planned to assess 
the effect of data collection on patient care pathways however it was not feasible to interview 
clients after their consultation. This limited the ability to examine client perceptions of how their 
care experience was impacted by the collection of sociodemographic information. 
5.4.1 Chart review of provider practices 
A total of 118 records were reviewed for the period 14th March to 14th June 2015. This time 
period was of similar duration to the study implementation in 2016.  The centre modified their 
intake forms and introduced collection of data about ethnicity in June 2015. The information 
about race/ethnic origin was captured by an open-ended field. There was no prompting and each 
client could use any term(s) to describe their ethnic origin.  Over the same period there were also 
other changes to the intake including an open ended field for gender identity in addition to the 
closed ended field that requested sex on health registration card. 
 The descriptive characteristics of the sample are presented in Table 5-4. The median age 
of clients was 26 years and ranged from 18 to 68 years. The majority (89%) of clients were 
between the ages of 18 and 35 years. Gender identity was missing in five (4.2%) clients. Over 
two thirds (67.8%) of clients self-identified as female while 28% identified as male. Ethnic origin 
was allocated for nineteen (16.1%) clients. Within this subgroup of participants, 47.4% were 
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White while 15.8% self-identified as Indigenous, 22% Asian and 11% African. One client self-
identified as mixed. More details were not consistently recorded to allow for more granular 
classification of race/ethnicity. 
 The information documented in the medical record pertained to sexual behavior (i.e. 
number of new and existing partners, type of sex acts). There was no record of sexual identity. A 
distinction is important because a person’s sexual behavior and attraction may be different to 
their sexual identity. In just over half of clients (55.9%), records did not have any information 
about sexual partners. In 20.3% of records, there was limited information about sexual partners 
such as number of partners or whether there was a new partner. Among the remaining clients, 
18.6% had a sexual partner of the opposite sex, 3.4% same sex partner and 1.7% had partners of 
both sexes. 
 Very little information was available about other sociodemographic data elements. One 
client was accompanied by a friend who served as an interpreter during the visit. Another client 
had documentation of financial need. There were two instances where clients had an out of 
province health card. 
Table 5-4: Descriptive characteristics for pre-implementation study participants 
Variable Options N (%) 
Age (years) Median (IQR) 26 (23, 29.3) 
Gender Female 
Male 
Missing 
80 (67.8%) 
33 (28%) 
5 (4.2%) 
Race/Ethnicity White 
Asian 
Indigenous 
African 
Mixed 
Missing 
9 (7.6%) 
4 (3.4%) 
3 (2.5%) 
2 (1.7%) 
1 (<1%) 
99 (83.9%) 
Sexual behavior/attraction Opposite sex partner(s) 
Same sex partner(s) 
Both sex partners 
Sexual behavior 
Missing 
22 (18.6%) 
4 (3.4%) 
2 (1.7%) 
24 (20.3%) 
66 (55.9%) 
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 There was no difference between the two groups of clients with respect to documentation 
of gender identity. (Table 5-5) However, there were marked differences in documentation of all 
other factors including race/ethnicity, English language ability, place of birth, immigration status, 
presence of disability, educational attainment, housing status, food security and income. 
Table 5-5: Comparison of documentation of social determinants in medical records 
Sociodemographic  
variable 
Pre-implementation 
N=118 (%) 
Implementation 
N=104 (%) 
Language proficiency/need for interpreter 1 (<1%) 104 (100%) 
Place of birth 1 (<1%) 104 (100%) 
Immigration status 0 104 (100%) 
Race/ethnicity 19 (16.1%) 99 (95.2%) 
Disability 0 99 (95.2%) 
Gender 113 (95.8%) 104 (100%) 
Sexual orientation * 98 (94.2%) 
Education 0 102 (98.1%) 
Housing 0 96 (92.3%) 
Food security 0 95 (91.3%) 
Income 1(<1%) 92 (88.4%) 
*Information recorded does not strictly reflect identity but sexual behavior 
There was little documentation of interventions to mitigate the impact of unmet social 
needs. This may be partly related to relatively few social needs among the client population. In 
the pre-implementation group, there was one client who needed interpretation services. In the 
intervention group, all participants reported good English language proficiency and likely had 
few language access barriers. The centre currently does not have access to the health region’s 
language line for interpretation services. With the growing diversity of the region’s population, 
the centre anticipates the need for greater access to interpretation services in order to better serve 
those who may have language barriers. The main social needs related to low income and ability 
to access the contraceptive method of choice due to cost barriers. Although the author expected to 
find documentation of use of medication assistance schemes, none of the records that were 
reviewed had any such notations. 
From the available information, it was evident that standardization of the collection of 
sociodemographic data increased rates of documentation in the medical records. All new 
elements had higher rates of inclusion within the records during the study period. The 
information was too sparse to appreciate whether there was a gradient by social determinant. 
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There was no evidence to suggest that provider care practices differed between the two periods 
studied. This was consistent with the views shared by the care team during the post intervention 
focus group interview. One provider admitted, 
Well I honestly didn’t feel that it changed my practice very much. I didn’t get 
many flags and the basic thing for most people is low income which we do 
already address. We are offering low cost birth control and we have ways to get 
people what they need. I was working with that before.  That’s why it didn’t 
change my practice very much. However, I feel that the information would be 
really useful on an organizational and population level. (P3_SHC) 
The provider resource manual was not utilized by the providers after the initial review. It 
was most useful to reception staff and the executive director to identify resources for clients as 
well as potential partners. It was thought that utility could be improved by inclusion of additional 
content to reflect common emerging concerns for the population accessing services. She 
explained, 
I think if we included a section on trauma because we refer people all the time 
to the assault centre. So I think it is just a matter of finding out what we need. 
We might just need to include what we need in the manual. (P4_SHC) 
There were few social needs among clients and when present they were well managed. The 
same participant also stated, 
I was really excited about the disability resources but most of the people 
coming in with disabilities are coming with their care workers or they have got 
their condition managed. Or they are with their social workers and guardians. 
Everything is being managed that way. I think that it is just a matter of finding 
what resources we need. (P4_SHC) 
It was difficult to identify interventions for social needs based on documentation in medical 
records. This may be partly due to low levels of risks for some factors (e.g. language barriers) 
and therefore an appropriate absence. It is possible that clients were referred but it was not 
documented in the medical record. It is important to note that charts reviewed were for both new 
clients and re-visits to the centre. It is plausible that providers who had prior knowledge of clients 
didn’t necessarily document their social context. As previously mentioned, different providers 
delivered care during the pre and implementation periods, consequently personal preferences and 
other nuances may have influenced styles of documentation. 
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 One of the disadvantages of chart reviews relates to the fact that the information is not 
collected primarily to satisfy the research objective. It is not uncommon to find gaps in 
documentation that make it difficult to identify the variables of interest. (202) Another limitation 
related to dual roles of the researcher as data abstractor. As a result there was no blinding to the 
research objectives or group assignment of clients. Use of a standardized data abstraction form to 
guide data collection and clear definition of variables were measures used to minimize 
information bias. 
5.5   Facilitators and barriers to implementation 
5.5.1 Facilitators of implementation 
          One of the research objectives was to identify facilitators and barriers to implementation in 
the various health care settings. An understanding of the salient conditions that support 
implementation would contribute to recommendations to support institutions who have an 
interest to pursue similar projects. Qualitative data sources were mainly employed to address this 
evaluation question. This section identifies these themes as perceived by key informants at each 
site. 
Project satisfied an important information need. The key informant interviews explored 
the context for data collection in a given site. Several factors motivated immunization clinics to 
participate in the project. There was a gap in knowledge about the service-related needs of the 
clients who accessed care at the centre. It was also perceived that the sociodemographic profile of 
the surrounding catchment area had changed and needed to be described. It was thought that 
services could be made more responsive if client needs and preferences were better understood. 
The manager explained, 
So I was really curious to see exactly what the clientele need who come here 
and use that service and it has changed drastically in the past five years. So just 
getting a better feel for who is using the services and who is coming here and 
why they are coming here. I think the needs of individuals have changed in the 
last year. There are more working parents, more parents that have more than 
one job and even the sociodemographics of the area surrounding West Winds 
has changed significantly. (K1_1) 
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The Sexual Health Centre also had a similar motivation for participation. The project would 
meet a critical need for information about the client profile as well as support advocacy for 
funding. The manager shared her reasons for participation, 
The data provides us with significant information that enables us to actually 
seek out funding to address client needs. Currently we don’t have a lot of 
demographic data. We have very basic data on gender, age and a little bit on 
sexuality as well. But that does not really provide us with any evidence base or 
doesn’t really tell us who it is that we are serving and what kinds of other needs 
they are experiencing. And too having that information gives us the ability to 
seek out funding opportunities to provide better supports and to enhance the 
clinical stuff that we are doing. And that gives us a stronger case when asking 
the health region, Ministry of Health and other levels of government for more 
targeted funding. So I think from that perspective, it is really important and I 
think it also enables us to tailor our services and make changes to our schedule 
or whatever that could better suit whoever it is that we are seeing what their 
needs are. So I think in terms of that it is really valuable and it is also 
something that our funders are asking for that we are currently not collecting. 
(P1_SHC) 
Team members also were interested in data collection for specific reasons related to 
planning for complex needs and forecasting need for subsidized birth control. One participant 
expressed her needs for the initiative, 
I would also find it useful on the frontline knowing what struggles a person has 
before they even make it to the nurse. It would be helpful for me to be able to 
determine how long of an appointment they might need or if their care requires 
services with the doctor. I feel like that would be very helpful if I was just 
getting that information right away to be able to use it to better know the person 
and know how I should help them. (P4_SHC) 
Another provider was concerned about unmet needs for contraception due to financial 
barriers. She explained, 
I just have a specific thing that I am interested in. A few people who I have 
seen have talked about even the subsidized birth control here is too much for 
them. So I am curious how many people are not using birth control or 
sporadically using birth control because of cost. (P2_SHC) 
At St Paul’s Hospital, the project supported the efforts of First Nations Métis Health 
Services to reach persons who identified as First Nations or Métis and who could benefit from 
cultural support and navigation services. The current procedures were unreliable particularly for 
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identification of individuals who were Métis. A key informant explained the process of 
identification, 
We don’t go by treaty status for our programme. We go by last name so that is 
how we identify persons through the daily census. The problem is that we are 
missing a lot of Métis. With the question being asked at registration, it has 
increased especially the Métis that we have been able to see. A lot of times we 
miss them based on last name. (KI_3) 
Organizational imperative to address social determinants. Although the survey at 
immunization clinics was an institution specific initiative, it was supported by district-level 
priorities. The survey provided an opportunity to satisfy dual objectives of understanding service 
related needs and preferences as well as focusing on equity and social needs of clients. The 
manager clarified, 
I think it was a little bit of both. There were two needs that were running 
parallel to each other at the time. Last year at district review, we did identify 
that we want to hone in on the sociodemographic aspects of client care and 
really meet the needs of clients from that perspective because I don’t know that 
we feel that we are doing a good job in that area any more. So that occurred at 
the same time as our clinic was focussed on especially meeting the needs of our 
clients. So because of the fact that those two concerns were out there and they 
are very much related, they kind of merged. So that was the rationale behind it 
because there was talk about looking more in-depth about the 
sociodemographic factors for clients and the proportionate universalism that we 
can provide to clients. (KI_1) 
The project was consistent with the Sexual Health Centre’s institutional mandate and 
concern for social justice and equity. The manager shared her views, 
I think on a broader perspective, it resonated with me because I really believe 
so strongly that the social determinants of health are a factor in our clients’ 
lives and that we are not necessarily addressing that in the best way possible. I 
think that we are health equity seeking and we really believe in social justice, 
eliminating poverty and helping people to be their best selves and be able to 
make the choices that are right for them. For me, having a belief in reproductive 
justice, the social determinants and all that kind of stuff made me feel that this 
is something that was going to be challenging but was important for us to do. 
(P1_SHC) 
It also coincided with re-visioning of the organization and strategic planning to 
better accommodate changing needs of the clients. A care team member explained, 
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I feel like we are in a rebirth of the organization with [name] so knowing now 
what our patients want and need is really helpful so we can start planning for 
the future. We have new life, new breadth, and new people so that means that 
we also need to find out what things we need to do. (P4_SHC) 
The First Nations and Métis Health Service operationalizes the goals of the Aboriginal 
Health Strategy that call for integration of holistic and traditional approaches in hospital settings. 
It advocates for increased access to interpreters, cultural experts and healers to complement 
western approaches and enhance the care experience. (164) Increased capacity to identify the 
target group is necessary for engagement and service delivery. The project in this site supported 
the department’s functions. It also aligned with Truth and Reconciliation Commission’s Calls For 
Action that also advocate for greater integration of Indigenous healing practices when requested 
by patients and cultural competency training for health service personnel. (165) 
Leadership support. Timing of the project at West Winds also occurred under the 
leadership of a new interim manager who was an equity champion. This individual had been re-
deployed from the Public Health Observatory where efforts to mainstream equity across 
programs were a central focus. The familiarity with the observatory’s work made it easy to 
recognize synergies and opportunities for advancing the equity agenda and meet the clinic’s 
information needs. The key informant commented, 
I think it was just the right time in terms of readiness for other departments to 
be involved and for other people to be involved and support it. So [name] and 
the PHO for sure. [Name of manager] had a huge part in it. She looked at it 
from a very different lens as well because of her work in the PHO. So really 
honing in on this as an opportunity where we can use the survey to maximise 
the information that we want to get from the clients rather than having two 
separate surveys where you are basically asking similar questions. Yeah so 
definitely there was readiness within our department, the PHO and then we had 
an opportunity to utilize other supports to make it happen which was really, 
really great. 
The support of key leaders in the organization also facilitated implementation of the project 
at St Paul’s Hospital. This was confirmed in the key informant interview and examples were 
provided of activities that board members participated in. The project was positioned as another 
example of the good will and receptiveness to advancing systems change and inclusiveness of 
First Nations and Métis peoples. The manager explained, 
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We are making big strides with the TRC [Truth and Reconciliation 
Commission] Calls for Action and the flag raising ceremony that occurred. And 
big strides in our leadership. The CEO here for St Paul’s and the VPs have 
started to receive some training on cultural competence and safety awareness 
protocols. They are starting to appreciate the world view of First Nations and 
Metis peoples (because we have our own ways of knowing). We have a long 
way to go but by the leadership acknowledging that was needed is huge towards 
creating that systems change. This is a small but mighty step – We ask because 
we care- into understanding that because it gives that data that the people need 
to be empowered. (KI_3) 
Availability of additional resources to support implementation. The timing of the 
project at immunization clinics was instrumental in that it aligned with departmental readiness 
and availability of personnel to support survey administration. It was felt that availability of 
dedicated persons to explain the purpose of the study and respond to questions and concerns 
contributed to the feasibility of the survey. The manager noted, 
Yeah I think it would have been a lot more difficult to have facilitated that 
though because everybody is just so stretched to find help to provide the survey 
to clients and to explain the survey to clients was just so helpful. It was helpful 
to have [names] available to do those surveys. It would have been really hard to 
make that happen. We probably would have made it happen but it would have 
been difficult for sure. Maybe it would not have been as effective. (K1_1) 
Need for a resource of community services. There was recognition that the Sexual Health 
Centre needed a resource of community services and programs where clients could be referred. 
This would increase capacity of staff to identify appropriate relevant resources in a timely 
manner. A care team member shared her experience, 
I am also interested in being able to have a flow chart of resources or other 
organizations that we can refer people to easily. Because right now if somebody 
says they have LGBTQ questions and issues, I say call OUT Saskatoon. They 
have counsellors, support, a great library and they can help you. Or I got drunk 
last night and I think I was assaulted, do you want counselling or do you just 
want testing? So I feel that is easier for me to do if I have a list of resources and 
community organizations that we can touch. There are just so many small 
organizations in the city that we are not using. (P4_SHC) 
5.5.2 Barriers to implementation 
Availability of human resources. The main challenge posed by the project at 
immunization clinics related to the availability of human resources to distribute the questionnaire 
and respond to participant concerns. Financial costs were not substantial and related to 
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reproduction of copies of the questionnaire. A community program builder was released to assist 
with the survey along with HWR. It was thought that it would not be feasible or desirable to 
assign either the reception personnel or clinical staff to collect the information. The manager 
reflected,  
I think just knowing that we have someone like a community program builder 
to be able to facilitate that. I think if we were going forward into other sites to 
implement the survey we would need to have some supports in place or a plan 
so that we could take the person out, implement the survey and have the nurse 
follow up with it. If we did it that way, it would be difficult for the nurses to 
find that time but I think that would be ideal. But if not then we definitely need 
help from another department like PHO or like immunization with a community 
program builder in place just to provide that information and feedback to the 
clients about why we are doing the survey. I just think it is so much more 
meaningful when you have someone attached to that rather than just a piece of 
paper handed to somebody. So I definitely think we would need some type of 
support for that. (K1_1) 
The staff was informed about the survey at the departmental huddle meetings. However, 
there was very little interaction with clinical staff during the survey. An effort was made to 
minimize disruption to clinic process and to complete research related activities prior to clients 
being called by nurse providers. 
Perception of relevance to service delivery. The rationale for selection of 
sociodemographic questions that were finally incorporated was explained. It was perceived that 
only a subset of questions was relevant to the survey. The manager explained, ‘There were a few 
questions that I just didn’t know with what we were using the survey for if they were relevant so 
we didn’t include them’ (K1_1). It was reasoned that additional information, for example sexual 
orientation would not affect service delivery. This suggested that there was lower acceptability 
for asking about some determinants in the context of delivery of immunization services.  
Yeah that [sexual orientation] doesn’t affect how we provide service to clients 
so I didn’t feel it was necessary. If it was strictly about social determinants of 
health that would have been relevant. For our services, it really isn’t relevant. It 
doesn’t matter what their sexual orientation is because we are going to provide 
them the same care regardless. (K1_1) 
Staff comfort with sociodemographic data collection. Although it was agreed by 
providers that understanding of client/family social context has a place in the provision of care, it 
is likely that staff capacity and comfort with collection of the information were variable. A nurse 
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stated, ‘I think that we know it is important but I don’t think that everyone would be comfortable 
with it’ (N_WPC). This could be a barrier to implementation.  
During training sessions, registration clerks expressed unfavourable attitudes to data 
collection and shared concerns that patients would be offended and reluctant to disclose their 
identity. A manager recollected her experience, 
The main challenge was staff concerns about singling out one group for 
consideration. It made it seem as if there was less concern for others who were 
experiencing similar hardships. When we started the project, there was a 
member of staff who is First Nations and she was uncomfortable being asked 
the question. It made me wonder if they don’t want to be asked then what is the 
point. (KI_4) 
Despite the fact that implementation was relatively uneventful with few complaints 
reported, the prevailing sentiment throughout the project remained one of reticence. Another key 
informant noted, 
This project needed to be absorbed and bought into by the registration clerks 
because they are the ones that are asking and need to champion the questions. 
We do want to ask other questions like they do in Ontario and other provinces 
so that we can better deliver service and really make patient centred care. I 
think that is where I saw a lot of push back. Even when we were doing the 
training. Even our own First Nation and Métis clerks were some of the biggest 
opponents that threw up the barrier saying ‘I don’t feel comfortable asking and 
this is not right. This is against what we should be doing’. To me it was a 
misunderstanding of what this kind of project means to the whole community 
of Saskatchewan. (KI_3) 
Client comfort with data collection. Client comfort and willingness to disclose is the 
Achilles heel of sociodemographic data collection. Adequate knowledge about the rationale for 
data collection and how it will be used by the facility may improve client comfort. One 
Indigenous participant expressed his dissatisfaction, ‘I felt uncomfortable. I didn’t know why 
they were asking and whether they needed the information. I wanted to be respectful so I 
answered’ (STPI_P).  In contrast, other participants who had more information were more 
comfortable with disclosure. One participant stated, ‘I saw the poster and I understood why they 
were asking if I was First Nations’ (STP_P129). Another participant shared his experience, ‘I 
asked them about that and they gave me a pamphlet that explained it. If there are services then it 
is ok to ask if it allows you to offer people better care’ (STP_P88). 
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One Indigenous participant reported that although she could see the relevance, she felt 
uncomfortable with the process.  She suggested, ‘They should mention cultural services so that 
you don’t feel singled out’ (STP_P15). Another participant shared similar views and she 
explained, ‘It is a sensitive issue and when you ask that question, it is really out of context. It 
would be better to announce that there are cultural support services available if you need them’ 
(STP_P27). These perceptions further emphasized that clients needed to understand why the 
information was being collected in order to feel comfortable with disclosure.  
Time constraints. One of the perceived barriers to implementation was added time 
required by providers and clients. It was perceived that clients would need more time to complete 
the questionnaire and providers would also require longer appointments to accommodate clients 
with complex needs. A care team participant explained, 
I do think that time is also a factor for the patients as well. I feel like the longer 
it takes to fill out a form, the longer an appointment is or the more they have to 
wait for that appointment to finish, I feel that makes a huge difference. Not just 
with this project but currently so it definitely something that we need to 
consider. (P4_SHC) 
The same participant also rationalized how she could better anticipate and accommodate 
clients with complex needs through longer appointments. She further explained, 
And I think that is something, knowing that I can make more time for the 
doctors and the nurses and I can do a bit more screening on the phone. Not just 
you need testing, you don’t want birth control too and a pap as well? You have 
some symptoms, I can do a bit more screening so that you know what kind of 
things that they are going to need once they get to the centre. Right now I am 
just asking if you need a nurse or a doctor. (P4_SHC) 
The benefits of the project to the institution and clients were thought to outweigh any 
challenges associated with implementation in some sites. A manager shared her perspective, ‘I 
think the time was certainly something that I considered when I was signing on but I also think 
that I just decided that it was worth the investment’ (P1_SHC). 
Limited funding. The Sexual Health Centre Saskatoon is a small non-profit enterprise that 
depends on grants and donations to fund its activities. This limits its ability to undertake 
extensive projects including research activities. The manager noted, 
Well I think for us one of the biggest challenges is funding. The current models 
funding are not great and they don’t allow us to plan long term. We are often 
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asking for more money and often told ‘no’. It is not really allowing us to do 
things that are innovative and evidence based and kind of exist over the long 
term. We are sort of piece meal putting things together and constantly in the 
cycle of writing small grants and not being able to do things that are interesting 
or kind of impactful. It is kind of what we can do with what we have in the 
moment. So I think that is the biggest challenge that we face. People and time 
and money. (KI_1) 
Although the general economic climate was one of fiscal prudence, financial resources 
were mobilized in each site as needed. 
This chapter described the process of implementation and results of key activities in each of 
the three project sites. Consistent with the project’s focus on two implementation outcomes 
(feasibility and acceptability), perceptions and experiences of three main groups of participants 
(patients/clients, providers, managers) have been examined by cross cutting themes related to  
levels of comfort, importance of sociodemographic data collection, perceptions of the appropriate  
target population  for data  collection and preference for mode of  administration. Variations in 
results that occurred by selected sociodemographic characteristics have been described.   The 
perceived facilitators and barriers to implementation in each of the sites have also been explored. 
These results will be further examined in the next chapter to produce a comprehensive 
understanding of conditions needed to facilitate implementation and processes that are likely to 
work to implement sociodemographic data collection in the local context. Recommendations are 
also proposed to support next steps for advancing the work. 
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CHAPTER 6 
DISCUSSION 
6.0 Introduction 
This chapter discusses the evaluation results in the context of the existing body of 
knowledge. The gaps in the literature and opportunities for further work are highlighted. It also 
explains the implications for local efforts to collect sociodemographic data in urban health care 
settings and provides recommendations to support wider implementation. 
Data on selected sociodemographic factors was collected successfully across three urban 
health care settings in Saskatoon, Saskatchewan. The number of questions implemented, 
patient/client characteristics, mode of administration, service context and extent to which the 
information was clinically applied varied across sites. The adaptation of the project to the needs 
and capacities of the various sites was critical to canvass support for implementation of the 
initiative. Despite the constraints imposed by the context sensitive nature of implementation, 
several common facilitators and barriers were identified that advance our understanding about the 
salient conditions that fostered change and may be important for scale up to other local sites.  
6.1   Feasibility and acceptability of sociodemographic data collection 
 Proctor et al. (147) define feasibility as ‘the extent to which a new treatment, or an 
innovation, can be successfully used or carried out within a given agency or setting’. In this 
study, determination of feasibility was assessed retrospectively based on participation rates and 
item response rates. Three sites were successfully engaged to pilot standardized 
sociodemographic data collection. However, sites varied in their receptiveness to include the full 
complement of sociodemographic questions that were developed. The factors implicated by 
participants in influencing these patterns of implementation have been explored in the context of 
three case studies.
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6.1.1 Participation rates  
The participation rate (percentage of those who completed the questionnaire among the 
eligible population) was variable across pilot sites ranging from 59.4% to 79%. Although this is 
lower than has been observed in some studies (47,48,203), it is promising that there is interest 
and willingness to engage in sociodemographic data collection.  Among the studies identified, 
information was limited about the demographic characteristics of study participants to enable 
comparison with our local settings. Within the local context, there also was heterogeneity in 
participant characteristics across sites that likely affected participation rates. 
6.1.2 Item response rates 
In sites where multiple questions were evaluated, there was a gradient of comfort 
depending on the question and context in which it was asked. Lowest item response rates were 
noted for questions related to annual family household income and year of arrival in Canada. This 
pattern of response is consistent with findings of other Canadian studies. (47,176) The potential 
explanations are explored in respective sections. 
Language. There were high response rates to the cluster of language related questions. It is 
plausible that clients intuitively understood the reason for asking about English language 
proficiency and preferred spoken language in order to facilitate effective communication with 
providers. Similar findings have been noted in other Canadian studies. (47,176) In these studies, 
resources were available for translation of the questionnaire in multiple languages. A few studies 
(91,139) have also reported general public support for collection of information related to 
preferred language. These results suggest high feasibility for asking about language needs in the 
local context. 
 All sites did not collect data about English language proficiency and preferred spoken 
language. A question about ‘need for an interpreter’ was included as a proxy to identify language 
need. A modified version of this question that inquired ‘whether an interpreter would be helpful’ 
had high rates of missing responses among study participants. The original version appeared to 
have greater clarity and was answered by all participants. It is suggested that questions should be 
applied in their standard form to ensure clarity. Based on existing research and these results, the 
language cluster of questions is unlikely to pose a challenge for clients if introduced. The 
availability of the telephone interpreter services in the public sector also paves the way for 
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systematically asking about language access barriers. This would ensure that patients with limited 
English proficiency are identified and accommodated. 
Education. A question pertaining to highest education level attained had high response 
rates and no one selected either prefer not to answer or do not know. Other Canadian studies have 
not examined this particular question (47,176)  or reported lower response rates (48). Hence the 
study adds to the literature in this area. Two prior Canadian studies (134,139) that assessed public 
perceptions of sociodemographic data collection suggested that there was lower acceptability for 
being asked about race/ethnicity, sexual orientation and education. Although these results should 
be confirmed in more diverse populations, the study suggests that there is low sensitivity to 
collection of information about education in a local clinical context. 
Immigration status. Immigration status was evaluated in one community site in addition 
to other questions about place of birth and year of arrival in Canada. This is potentially a 
sensitive issue as entitlement for provincial health services is based on the legal status of an 
individual. There were high response rates, however this may have been related to the fact that 
the majority of participants were Canadian citizens by birth or naturalization. This question may 
have been perceived as non-threatening by these participants.(204,205) This is  consistent with 
limited Canadian research (134) that suggests that there is lower acceptability for data collection 
about immigration status among immigrants compared to Canadian born counterparts . While this 
result is promising, further work is need to confirm whether it equally obtains in larger diverse 
populations. 
There are multiple reasons for sensitivity of survey questions. (201) A question may be 
sensitive because it relates to a taboo subject. In this sense, the question is perceived as intrusive 
and an invasion of privacy.(201) The nature and content of sociodemographic questions risk 
offending clients regardless of the specific response to the question. Clients may also worry about 
the threat of disclosure of their information to third parties because of fear about the 
consequences if their answers are known by these individuals. (201) Some sociodemographic 
characteristics including being a member of a racial/ethnic, gender and sexual minority are 
associated with stigma and discrimination which also affects willingness to self-report.  
Year of arrival. The rate of missing responses for year of arrival to Canada was also high 
compared to other questions. A similar response was also observed in three Canadian studies 
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(47,48,176) conducted among patients/caregivers attending acute and ambulatory care services in 
Toronto. Two studies (47,176) did not provide an explanation for this finding and marginalized 
its importance because it was a follow up question. Another study (48) noted that participants 
often responded with their country of origin instead of year or arrival. It is possible that there is 
lower acceptability for asking about year of arrival as response rates for the nativity question 
were high. It is also possible that participants considered the question too personal and unrelated 
to service provision. It has been suggested that immigrants may be more tolerant of immigration-
related questions because of their familiarity and experience with being asked in other contexts. 
This may not extend to health settings. In addition, non-status immigrants are likely to be fearful 
of disclosure of their status to third party agencies. (205)  Provision was not made for additional 
response options such as ‘prefer not to answer’ or ‘do not know’. This would have been helpful 
to confirm the reason for the missing responses.  An alternative question format that requests 
specific information about whether clients had arrived within the past 5 years may have better 
success. 
Race/ethnicity. There was variation in response rates across sites for questions related to 
race/ethnicity. This suggested that there may be sensitivity to asking in subpopulations. The 
sensitivity of asking about race/ethnicity in Canadian health care settings has been acknowledged. 
(134,135) These studies have described concerns about data collection that arise from evoking 
anxiety among racialized persons who have experienced racism and insinuations that racial 
inequities are widespread. In this study, the observed pattern points to multiple explanations, 
some likely related to the format of the question. Those participants who preferred not to answer 
or had missing responses were Canadian-born. In the first survey among drop-in immunization 
clients, response options that related to Indigenous identity were not included in the general 
race/ethnicity question hence it was not surprising that participants who self-identified as 
Indigenous selected ‘prefer not to answer’.  In the second survey, this issue was rectified and 
there were no participants who preferred not to answer. However, unexplained missing responses 
were identified for participants who were Canadian-born but non-Indigenous. It is not known 
whether this group of participants were racial/ethnic minorities. There is the perception by some 
patients and providers that racial inequities are non-existent in Canada and by extension negates 
efforts to increase data collection. (206) This is a plausible explanation however alternative 
explanations cannot be excluded. 
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Indigenous identity. Health disparities between Indigenous and non-Indigenous Canadians 
have been well documented. (207–209) Community concerns about the role of systemic racism 
and discrimination and the need for cultural safety have increasingly become part of health 
system discourse. Intergenerational trauma and distrust of institutions because of historical 
human rights violations plague relations between the state and Indigenous peoples. (210,211) In 
this context, it is to be anticipated that questions about Indigenous identity may be met with 
resistance and cause discomfort particularly if motivations for asking are not explicit. Response 
rates were higher (≥95%) in sites with multiple sociodemographic questions compared with a 
single Indigenous identity question (71%). There were low rates of participants who selected 
‘prefer not to answer’ in these sites suggesting that clients were willing to disclose their identity. 
As previously explained, the proportion of patients who preferred not to respond could not be 
disaggregated for acute care participants because of limited capacity to include all response 
options. It was also noted that while absolute numbers were smaller in community sites, the 
percentage of participants who identified as Indigenous was higher (20%) when compared with 
the acute care site (13.8%). This pattern of responses suggested that the context in which the 
question was asked influenced participant responses. A closer examination of participant 
perceptions during interviews provided further insight to this issue. 
Sexual orientation. Information about sexual orientation was collected from participants in 
one private community site. Response rates were high with few participants (3.8%, n=4) who 
preferred not to answer. This suggested that it was acceptable in the context of delivery of sexual 
and reproductive health services to ask about sexual identity. Other Canadian studies (47,48,176) 
have found similar or higher percentages of participants who preferred not to disclose their sexual 
orientation in acute and ambulatory care settings. However, a US-based study (57) conducted in 
four primary care settings found that participants with diverse sexual identities were willing to 
answer questions about their sexual orientation and thought it was important for their provider to 
know about their gender and sexual identity. In this US study (57), perceived importance was not 
associated with ethnicity, gender identity or location of the centre. However, sexual minorities 
were more likely than heterosexuals to think that it was important to ask about sexual identity. 
The nature of services as well as participant and site characteristics provided a unique 
context for the responses to this question. Level of comfort with disclosure among clients is 
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likely to be variable. Based on responses from other groups of study participants, perceived low 
clinical relevance, staff capacity and comfort with asking about sexual orientation are likely to 
pose challenges to implementation in other sites. Nonetheless this is an emerging area that should 
be carefully considered along with necessary supports for health service providers to ensure that 
patients feel safe to disclose if they wish to do so. 
Income. Low income is a marker of socioeconomic status and affects health in several 
ways.(14,212) It influences access to material resources such as food, clothing and shelter. 
Although persons with low income have access to publicly funded health care through provincial 
health coverage, they may struggle to access some services that may not be covered through other 
supplementary plans. This includes vision and dental care as well as prescription medications, 
podiatry, chiropractic care, physiotherapy and counselling from psychologists. (213) Screening 
for poverty has been widely promoted among family practitioners across Canada.(214–216) This 
approach has solicited information from a general question but has not advocated for the 
disclosure of specific income earned. The results for this study were similar to two other 
Canadian studies (47,176). Given the challenges encountered, it might be useful to screen using 
the standardised poverty question and follow up only those persons with positive screens by 
requesting information about their family income in order to link them to appropriate income 
security supports. 
6.2    Participant perceptions of sociodemographic data collection 
Proctor et al. (147) define acceptability as ‘the perception among implementation 
stakeholders that a given practice, service or innovation is agreeable, palatable or satisfactory’. 
Implementation of sociodemographic data collection depends on participant willingness to share 
their information. Consequently, acceptability is an important implementation outcome that needs 
to be assessed. In this study, acceptability was assessed based on perceptions and experiences of 
participants with the process of implementation. Domains of inquiry considered comfort with 
content, perceived importance of data collection, perceptions about who should be asked about 
social needs and preferences for mode of administration. Multiple perspectives including 
patients/clients, providers and administration were examined using individual and group 
interviews. The results will be further explored in this section. 
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Interviews confirmed that there was a gradient of comfort depending on the question and 
the context in which it was asked. Patient/client comfort with sociodemographic content was 
assessed in two sites (Sexual Health Centre and St Paul’s Hospital). It was suggested by client 
participants at the Sexual Health Centre that questions about sexual orientation and income 
caused more discomfort with disclosure. Canadian studies (134,139)  that have assessed public 
perceptions of sociodemographic data collection also suggest that there is lower acceptability for 
asking about these subjects. In addition to the personal nature of the question, collection of data 
about annual household income in multiple occupant households poses additional challenges. 
Primary intended uses of the information should determine the most appropriate question in a 
given setting. It might be more helpful to ask a general poverty question for clinical application. 
Perceptions of some categories of staff towards sociodemographic data collection were 
unfavourable. Management was also less supportive of data collection for more sensitive issues 
such as sexual orientation in some sites. This is consistent with the literature that points to staff 
attitudes and apprehension as a major challenge for implementation. (217) The quality of training 
for staff in preparation for implementation has been identified as an important ingredient for 
success.(46,47) It will need to be accorded higher priority in order to scale up implementation to 
include an expanded set of questions. 
It is interesting that although year of arrival had lower item response rates across the two 
sites where it was assessed, it was not mentioned as a cause for concern by any of the 
participants. There remains uncertainty about the interpretation of the pattern of responses to this 
question. Changes to the format of the question to include additional response options such as 
‘prefer not answer’ may provide more insight. 
A race/ethnicity question did not elicit an adverse response among participants who were 
interviewed. Despite predictions in the literature (134,139) that suggest lower acceptability for 
sociodemographic data collection among racialized groups, it was not borne out in this study. An 
interesting pattern emerged among participants with missing data to this question that remains 
unexplored. These participants were Canadian born and non-Indigenous with various other 
characteristics including homeownership and postsecondary education. It is not possible to 
determine whether these individuals belong to a racial/ethnic minority group. 
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Information about Indigenous ancestry or identity was captured at all study settings 
although the question varied. Other studies (47,176) have integrated response options into a 
single race/ethnicity question and achieved high response rates. In the two community sites, 
clients did not express concern. The context was different in that questions were self-
administered compared to the acute care site where a single question was asked by registration 
personnel. The conditions of administration likely influenced the response. 
At the hospital site, participants interviewed were generally comfortable with being asked 
about Indigenous identity. This stood in stark contrast to staff who expressed concerns that 
patients would be offended and reluctant to answer. Despite being comfortable, perceptions of 
importance of data collection varied by sociodemographic characteristics. Further, several other 
factors influenced participant support for collection of information about Indigenous identity. 
6.2.1 Factors influencing support for sociodemographic data collection 
Race/ethnicity. In this study, perceived importance of collection of information about 
Indigenous identity varied by identity and age. A significantly higher proportion of Indigenous 
participants felt that it was important to ask about Indigenous identity compared to non-
Indigenous participants. A study by Varcoe et al. (135) also found that individuals who identified 
as ‘White’, ‘Euro-Canadian’ or Caucasian tended to see little benefit to collection of ethnicity 
data for themselves. This is an important observation in the study’s context as it points to the 
larger issue of understanding privilege and levelling up among those most disadvantaged to 
achieve equity. 
Age. A Canadian study (139) that examined public perceptions of sociodemographic data 
among urban dwelling Ontarians found that younger persons (18 – 34 years) were more 
supportive (less likely to disagree) of data collection for equity monitoring that individuals older 
than 55 years. In this study, a higher percentage (62% and 73% respectively) of those who were 
younger (18-34 years) and older (≥65 years) felt that it was not important to ask about Indigenous 
identity compared to those individuals 35-64 years (50%). These findings may be a reflection of 
the underlying distribution of race/ethnic groups in the sample however the explanation remains 
uncertain. 
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Understanding why data is being collected. Generally, among the subset of participants 
who assigned high priority to asking about social factors, there was lived or vicarious experience 
of the benefits of data collection. For example, clients/patients cited how care could be tailored 
based on knowledge of social factors or programs could achieve better understanding of the 
needs of clients who access care. This is consistent with studies (47,48,110,176) that suggest 
understanding the rationale for data collection supports patient disclosure of sociodemographic 
information. Further, it strengthens the argument for increasing public awareness about the need 
and benefits of data collection in order to support wider implementation of data collection. 
Trust in organization’s motives. Even when participants were not entirely certain about 
why the sociodemographic information was being requested, those individuals who had prior 
positive experiences with the health care system and trusted the institutional motives for asking 
were willing to share their information. Kandula et al. (219) found that individuals who had 
experienced racism and discrimination were less trusting of institutions. This is important in the 
historical context of relations between Indigenous and non-Indigenous Canadians. It also 
suggests a broader role for fostering supportive environments that are welcoming to individuals 
from culturally diverse backgrounds. 
Concern regarding relevance of data collection. Two of the most common reasons for 
lack of support for sociodemographic data collection relate to perceptions that the information 
has low relevance to the delivery of care or is inappropriate to share in health care settings. The 
importance of clear explanations of the purpose for data collection was alluded to earlier. These 
two factors may be addressed through increased awareness of the benefits of sociodemographic 
data collection in equity monitoring and tailoring individual care.  
Concern for misuse/adverse effects. A more insidious concern pertains to the few 
participants who expressed fears of misuse of sociodemographic information and adverse effects 
of disclosure on quality of care. Several studies (134,135,139) have identified potential harms of 
collecting sociodemographic information in health care settings. These harms (135) arise from 
potential for reinforcing stereotypes about racialized groups when individuals are assigned labels, 
subjecting individuals to a racializing process by requesting disclosure of ethnicity and increased 
participant burden as a results of fear and stress at the consequences of disclosure. The value of 
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an enabling and supportive environment cannot be underestimated where staff are adequately 
prepared and skilled to deliver high quality care to all persons. 
In the context of a single question related to Indigenous identity in the acute care site, the 
problem was magnified. The limitations of Indigenous identity as the single marker of 
vulnerability must be acknowledged.(220)  Additional information about social context is 
important for further risk stratification. Further, although individuals in theory can choose 
whether they would like to disclose their identity, some may argue that their identity is obvious 
based on their physical appearance. This makes it difficult to disentangle race/ethnicity assigned 
by an observer and self-identification. For this reason, it might still be important to confirm that 
an individual identifies as First Nations or Métis before offering cultural services as it is 
impossible to know whether the recorded status was based on alternative means of identification 
such as physical appearance or Registered Indian status as indicated on health card. 
Service context. Client and provider perceptions of importance of collection of 
sociodemographic information appeared to be influenced by the context in which the information 
was requested. Client participants at immunization clinics assigned lower priority to 
sociodemographic data collection because they perceived that the visit was focused with limited 
opportunity to explore other issues. This was consistent with the provider’s perspective and 
experience that time was a limiting factor. In contrast, most providers and client participants at 
the Sexual Health Centre perceived that it was important to ask about social factors in order to 
receive support for any identified needs. 
Reason for sociodemographic data collection. The extent to which sociodemographic 
data was applied clinically varied across project sites. In two sites, responses to 
sociodemographic questions were used to tailor care and link patients to appropriate cultural 
supports respectively. At immunization clinics, the information was used to identify needs and 
plan for service improvement. It was the opinion of a key informant that clients would be more 
comfortable with data collection for general quality improvement. However, some clients shared 
a disparate view and welcomed a personalized approach to care. Lofters et al. (134) suggest that 
patients more readily grasp clinical application of sociodemographic data collection in the 
delivery of care to individuals compared to monitoring of equitable access to care at the 
population level.  It is difficult to speculate with any degree of certainty whether clients would be 
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equally comfortable with varied uses of their sociodemographic information based on this study. 
However, it seems reasonable that participants would have considered the particular context in 
which data was collected at a given site as their point of reference.  
Previous research (221) has found that the rationale provided for data collection affects 
client comfort levels. Baker et al. (221) reported greater patient comfort with reporting race and 
ethnicity if information was used for quality monitoring when compared to other reasons 
including government recommendation, needs assessment or for tailoring personal care.  A 
Toronto Tri-Hospital Health Equity project (47) also found high acceptability for collection of a 
wide range of sociodemographic information from patients in acute and ambulatory care settings.  
The rationale provided could best be classified as ‘quality improvement’. Although regional 
variation in support for sociodemographic data collection exists, the study’s results and literature 
lend support for collection of sociodemographic information in the local context for both quality 
improvement and clinical application purposes.  
6.2.2 Acceptable modes of administration 
Participants were also asked about their preferences for collection of sociodemographic 
information during interviews. There was marked variation in preferences across project sites. 
Role expectations of various categories of health service personnel, sensitivity of the question 
and practical considerations appeared to the main drivers of participant preferences.  
Role expectations. At immunization clinics, most participants would prefer that the nurse 
asks about their social circumstances. This finding is not surprising and has been noted in other 
studies. (134,139) Management also agreed that under ideal conditions, nurse providers were well 
placed to ask and intervene on individual social factors. However concerns about time constraints 
outweighed perceived benefits during this service. Despite the preference for nurse provider, high 
response rates to questions suggest that self-administration is a viable option for data collection in 
this setting. Potential concerns about privacy and confidentiality would need to be addressed 
along with preparation of reception staff to respond to challenges to the request for information. 
Sensitivity of questions. At the Sexual Health Centre Saskatoon, there was more comfort 
with self-administration although participants also expressed preferences for other modalities. 
Some client participants preferred the privacy of answering sensitive question discreetly 
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compared to provider-administration. A prior Canadian study (47) suggested that method (paper 
or tablet) as well as who and where data was collection was associated with the proportion of 
valid responses. More private settings facilitated disclosure and paper (compared to tablet) was 
better for collecting more sensitive information such as disability status, sexual orientation and 
total annual family income. Some participants at this site also explained that completion of the 
questionnaire while waiting to be seen was a means to actively pass the time. 
Practical considerations. The majority of outpatient participants at St Paul’s Hospital 
preferred to be asked about their identity at registration. Participants expressed that demographic 
information was already being collected at this point, hence it was practical to also include 
information about Indigenous self-identity. From a management perspective, this mode of 
administration was also least disruptive for work flow hence it was the best choice for data 
collection.  
Among inpatient participants at St Paul’s Hospital, more variation was noted with mixed 
views recommending either provider or registration. Participants explained that it was more 
comfortable for a provider to ask about identity as they were best placed to determine whether the 
information was necessary for their care. This view is consistent with another Canadian study 
(48) that also found a similar preference among inpatients in pediatric setting.   
The mode for data collection in each site was determined by practical considerations 
including work flow, time for administration and staff capacity. Data collection was integrated 
into routine registration processes wherever possible. Multiple modalities are likely to be 
required to meet diverse needs in various settings. The two modes of administration that were 
tested were feasible in the given study contexts and offer local proof-of-concept. Whatever the 
primary mode selected, efforts should be made to follow up with persons who have not had the 
opportunity for data collection. 
6.2.3 Perceptions about appropriate population for sociodemographic data 
collection 
Most participants across all sites felt that ‘everyone’ should be asked about their social 
circumstances. However a few participants advocated for selective screening of clients most 
likely to have adverse social needs. Universal offer ensures that patient/client’s right to choose 
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whether or not to respond is preserved. Raising awareness of the rationale for data collection 
among all stakeholders would dispel myths and also support wider implementation. 
6.3 Facilitators and barriers to implementation of sociodemographic data 
collection 
The collection of sociodemographic data in the Canadian context is limited with mixed 
experiences. (46–48,176) This suggests that context specific enablers may be important in 
implementation success. The Consolidated Framework for Implementation Research (CFIR) 
(143) and Chaudoir et al. (146) offer useful multilevel frameworks for assessing factors that 
affect the implementation of health innovations. Based on these overlapping frameworks, a 
number of perceived factors have been identified through key informant interviews at each site 
including structural, organizational, provider, patient and characteristics of the initiative. This 
section frames discussion related to facilitators and barriers using these operationalized 
constructs.   
There were several perceived facilitators and barriers to collection and use of 
sociodemographic data in the local context. These were similar in many regards to those 
identified by the literature including other Canadian projects (46–48) that collected 
sociodemographic data for health equity purposes.  
Structural factors. While there is increasing recognition of the importance of social 
determinants of health, there is no overarching local mandate for collection and use of this 
information to support equity measurement and quality improvement.  The Public Health 
Observatory, Saskatoon Health Region has charted the course and developed a regional equity 
position statement that establishes equity as a central health region organizational imperative. 
(222) The collection of sociodemographic data has been championed as a strategic activity that is 
required to advance the equity agenda and improve the quality of care for all. This is a 
meaningful development and may pave the way for stronger dictates and widespread 
implementation. In 2006, Massachusetts publically mandated standardized data collection of race 
and ethnicity in all acute care hospitals. (82) While not without its challenges, it was a positive 
step towards identification of health disparities. A similar TC LHIN mandate to institute 
standardized data collection in all hospitals in Ontario has continued to be an impetus for work in 
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this area. (47) These examples of successful policy drivers of standardized sociodemographic 
data collection offer a model for consideration in the local context. 
Across pilot sites where there was an institutional mandate or compatible vision for 
equity, it was easier to build the project around these goals. The desire to collaborate and to work 
through challenges of implementation was present in all project sites. The need for information to 
understand client sociodemographic characteristics and service related preferences was a key 
driver of implementation at immunization clinics.  The project was a good fit with the centre’s 
priority and facilitated a common understanding of shared goals. Added impetus for centre 
participation also came from district-level support for efforts to improve sociodemographic data 
collection. Since the completion of the surveys at this centre, other primary care sites have 
conducted similar surveys.  
In a similar manner in the other two sites, the project satisfied an important need for 
information to improve care delivery. This suggests that opportunities exist for expansion of this 
work in its current form. It is likely that a mandate to collect information in a standardized way in 
addition to the necessary supports to prepare staff for expanded roles and IT systems to capture 
and share information across providers will be needed to support wider implementation.(217,218) 
The social context of the health care organization was also relevant to understanding 
implementation decisions. The St Paul’s Hospital is located in close proximity to inner city 
neighborhoods where a disproportionate number of residents live in poverty and experience 
social and economic marginalization. (167) A key demographic feature of the neighborhoods is 
the high proportion of Indigenous peoples who reside there, largely because of availability of 
more affordable or social housing than other areas of the city. Given this unique geographical 
context and the existing work to provide culturally appropriate care for First Nations and Métis 
peoples, stakeholders prioritized a single Indigenous identity question for the project. 
The Sexual Health Centre Saskatoon (168) occupies a unique niche as a private provider 
of sexual and reproductive health services. As an organization, it espouses values of inclusiveness 
and accessibility for all persons especially the most vulnerable. The history of the organization is 
inextricably linked to the local advocacy for sexual and reproductive health rights. As the 
organization is pro-choice, it was not desirable to incorporate a question about religious 
affiliation into the sociodemographic data collection tool. The organization supports women in 
 202 
 
their reproductive choice and offers options counselling without moral judgements. The scope of 
services provided by the organization fit squarely with interest in capturing information about 
gender and sexual identity.  This naturally influenced willingness to incorporate related questions 
in the sociodemographic data collection tool. There was also some experience with data 
collection. In contrast, there was reluctance to incorporate questions related to sexual identity in 
less specialised context of immunization clinics. 
Although all pilot sites were keenly interested and motivated to implement 
sociodemographic data collection, the lack of an overarching mandate resulting in a fragmented 
approach that was dependent on the organization’s initiative. The importance of an enabling 
environment that embodies commitment and support for health equity actions through the 
appropriate system level mandates has been acknowledged. (223–225) The results of the study 
demonstrate the potential local effects that could be multiplied with the right policy directives. 
However, these high level system factors were not necessarily explicitly mentioned by key 
informants. 
Resources. The feasibility of the project was influenced by the availability of resources. 
A key facilitator was the availability of support from dedicated persons to administer the survey 
to consenting clients at immunization clinics. The general sentiment was that integration of the 
survey into the routine registration process was not desirable as it would adversely affect work 
load. The concerns from providers about the limited time for additional tasks also suggested that 
service design elements needed to be reoriented to support any future clinical application in this 
site despite immense possibilities for application with such as captive population.  
There were financial resource constraints at the private sector community site as a result 
of their existing funding model. Projects at this site were often driven by external funding 
priorities consequently support was critical for implementation. While there continues to be 
willingness to capture all project related elements, the organization’s reality may relegate this to a 
lower priority and jeopardize its ability to sustain project efforts. 
One of the three pilot sites in this study relied on the project team to support distribution 
of questionnaires to potential participants. While other Canadian projects (47,48) have relied on 
external support of research personnel during the pilot phase to perform various roles, all 
transitioned to sustainable models embedded in routine medical health information systems. In 
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the case of Toronto (47), building capacity of registration service personnel enabled smooth 
integration of sociodemographic data collection into routine work flows and processes. In this 
study, resources were more influential at community project sites compared to the acute care site. 
This suggests that future efforts to scale up implementation will need to be adequately resourced. 
Organizational factors. At the organizational level, leadership support facilitated 
implementation in all sites. The governance structures of the three institutions varied and this had 
implications for autonomy to make project decisions. In smaller organizations, managers had 
greater autonomy and latitude to make decisions. When there was a flat structure and leadership 
was committed, project implementation followed expeditiously. In larger organizations such as 
the hospital site, the support of leadership at all levels was required. Although there was early 
engagement of leadership at the highest levels, interest ebbed and flowed with competing 
organizational priorities. The enduring commitment, determination and advocacy of a middle 
manager eventually propelled the project to a higher priority where it was more visible and the 
need for action perceived as more acute. 
Leadership has been identified in the literature as an important catalyst for health equity 
action. (223,226) Support from leaders at all levels (system, organization, individual) is needed to 
advance health equity and in particular the implementation of sociodemographic data collection. 
The concept of an equity champion has been applied to describe individual leaders who create a 
vision and engage others to promote positive change and momentum to achieve the desired goal. 
(226) In the acute care site, the project team engaged with focal points who were recognized as 
equity champions and who were empowered to implement the project activities. In all project 
sites, the role of leaders in facilitating the project was acknowledged. 
Information technology infrastructure was identified as both a facilitator and barrier to 
implementation. In the only acute care site, a question pertaining to Indigenous identity was 
introduced within the registration system. This resulted in a smooth almost imperceptible 
integration alongside other questions. However, capacity to include the expanded list of response 
options was limited. Despite the limitations inherent in the legacy system, it facilitated sharing of 
the information collected with First Nations and Métis Health Services to support provision of 
culturally appropriate care. At all other sites, data collection utilized parallel tools and procedures 
which had implications for ease of data sharing and integration into patient care pathways. 
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Appropriate IT infrastructure offers a comparative advantage over paper based systems with 
institutionalization of sociodemographic data collection. 
The Institute of Medicine has recommended the incorporation of social and behavioural 
factors into electronic health records in order to increase provider access to critical information to 
assess and address identified social needs.(227) Since 2009, as part of regulations to support the 
‘meaningful use of electronic health records (EHRs)’, physician practices and hospitals in the 
USA receive incentives for installation of certified EHR systems and reporting of quality 
measures to demonstrate improved population health outcomes.(227) This examples illustrates a 
vision for effective integration and clinical application of standardized sociodemographic 
information similar to this project. 
Process of engagement. There was a desire and ethical requirement for engagement of the 
First Nations and Métis community and leadership in order to canvass support for the project’s 
implementation. (191) During the preparatory phase in the acute site, the First Nations and Métis 
Heath Service facilitated meetings with the First Nations and Métis Health Council. The rationale 
for the project was explained and concerns were addressed. There were also meetings with 
individual First Nations to allow for additional time to address questions. The Aboriginal Patient 
and Family Advisory Committee also provided input about the sociodemographic data collection 
tool.  Finally, the Saskatoon Tribal Council was also engaged as not all First Nations and Métis 
constituents were represented on the First Nations and Métis Health Council. Although 
community engagement lengthened the planning process by more than a year, it was important to 
ensure that community preferences were considered and provisions to ensure that participants felt 
safe to disclose in health care settings were instituted. 
In other sociodemographic data collection projects (46–48), engagement of relevant 
stakeholders has been an important part of the planning process and contributed to successful 
implementation.  In this project, the team sought to establish a partnership with stakeholders that 
built bridges for broader health equity work. Specifically with regard to First Nations and Métis 
stakeholders, there was acknowledgement of the four Rs including respect, reciprocity, 
responsibility and relevance.(228)  In keeping with these principles, the team was respectful of 
Indigenous knowledge and traditions. Efforts to ensure reciprocity included sharing information 
and providing opportunities for feedback. In addition the team was responsible and accountable 
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for agreed actions and considered the project’s relevance to Indigenous health needs and 
priorities. 
Provider factors. Provider level factors also affected project implementation. Provider is 
used as a general term for health service professionals who interact with the patient in the course 
of the health encounter. Several studies (78,217,229) describe multiple concerns of health care 
providers with regard to sociodemographic data collection. These included time constraints, 
perceived patient and staff discomfort, cost and perceived legal barriers. Health service personnel 
in the study expressed many of these same concerns.  
Although in theory there was consensus by nurse providers about the importance of social 
determinants, time constraints and perceived relevance within specific services (such as 
immunization) pose a challenge to data collection. There is a need for re-orientation of service 
design in order to support integration of the sociodemographic information during child health 
visits. Given the coverage of immunization and child health/wellness clinics, this program offers 
immense potential and opportunity for collection and application of sociodemographic data. 
There was apprehension and reluctance by registration personnel to collect 
sociodemographic data except at the private sector site. The pre-post education assessment 
showed that registration participants at the acute care site gained specific knowledge however 
attitudes remained unfavourable. During implementation, there were higher rates of blank/not 
stated fields as a result of some patients not being asked the Indigenous identity question. This 
likely reflects a combination of factors including leadership and poor compliance by registration 
personnel with asking all patients as well as inability of some patients to answer because of their 
health condition or other barriers.  
Other projects (47,48,176,230) have urged that quality education for staff is critical for 
successful data collection. Although the two hour education session was not expected to produce 
culturally competent staff after a single encounter, it was designed to equip staff with the cultural 
awareness and understanding to engage others respectfully and respond to patient requests about 
why the information was being collected.  A recent systematic review (231) assessed the 
evidence for effectiveness of interventions for improving cultural competence in health care for 
Indigenous peoples. Few education/training interventions for health professionals improved 
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knowledge however most found improved confidence to deliver care for Indigenous peoples. 
This suggests that education and or training may not be sufficient to change behavior. 
Staff comfort and support remained a challenge at the acute care site during the project. 
Laminated cards outlining the procedures for asking and recording responses were provided for 
each registration station. The project team also tried to find creative ways to share stories about 
how patient care was being improved by the collection of identity information. The registration 
team was also recognized for their efforts with a Bravo award during the study. These strategies 
did not increase coverage for Indigenous self-identification. 
At immunization clinics, the questionnaire was administered by designated non-clinical 
staff as it was thought to be the most efficient way to collect the information while not burdening 
staff with additional tasks. Improved staff capacity would be required to support ongoing data 
collection. Integration of training into orientation for service personnel as well as inclusion of 
specific competencies that require acquisition of skills to ask and respond to patient concerns 
about sociodemographic questions may facilitate sustained data collection efforts. 
Client/patient factors. Studies (91,108,221) suggest that there is variable support among 
patients for sociodemographic data collection. In this study, clients had high acceptability for a 
subset of sociodemographic questions across two modes of administration. A gradient of comfort 
was observed depending on the context and specific question that was evaluated. Patient/client 
willingness to disclose personal information is the Achilles heel for successful data collection 
through self-reports. Consistent with findings of other studies (47,108,110), patient understanding 
of why the information is being collected and how it will be used for their benefit is necessary to 
foster acceptance. This strengthens the argument for effective information and communication 
strategies to increase patient awareness of benefits. It is also hoped that over time patient 
willingness to disclose may allay staff fears that any requests for data collection will be met with 
anger and conflict. 
Intervention characteristics. The nature of the initiative conferred a relative advantage at 
all sites where it was implemented. The intervention satisfied an existing need for 
sociodemographic information that would inform the way care was delivered. Further, the 
experience of implementation in other provinces such as Ontario and Winnipeg provided support 
for feasibility and efficacy of the project in the local context. 
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6.4 We Ask Because We Care Logic Model revisited 
 The original logic model appropriately focused on three main activities including capacity 
building for staff involved in delivering various aspects of the initiative, development of a plan 
for project communication and monitoring and evaluation. The intensity of the training was too 
low to achieve the anticipated level of staff comfort needed for implementation in the acute care 
site. In other Canadian projects (47,48), the length of training sessions was variable but longer 
than 3 hours and often consisted of multiple sessions. It is interesting that although the project 
team perceived that the session was too short, registration personnel expressed a different view. 
The mismatch in expectations between trainer and trainee calls for exploration of other 
modalities. Further, the combination of time constraints (in sequestering staff for training) and 
low interest among some staff in the subject of equity and social determinants of health offer 
challenges to finding the right balance for learning opportunities. 
Given the experience with this project, the importance of high quality training and 
preparation of staff was affirmed. The team has started to develop content to be delivered using 
an online platform. In future, it has also been recommended that training related to social 
determinants of health and how to ask the questions should be integrated into structured 
opportunities such as orientation and ongoing staff development for registration personnel. It 
would also be helpful to expand competencies to include ability to ask and respond appropriately 
to patient requests for information. 
The other area of concern related to dissemination of information and education materials 
for patients/clients about the project. Similar to other projects (47,48), we developed posters and 
brochures that explained the rationale for sociodemographic data collection, uses of the 
information, voluntary nature of disclosure and assurances of confidentiality. During interviews, 
it was apparent that patients were often preoccupied with other concerns and did not see the 
posters that were displayed. Very few patients requested additional information from registration 
or research personnel. This presents a dilemma for future efforts to increase patient awareness 
about the importance and benefits of sociodemographic data collection. The experience further 
confirmed the central role of staff who collect sociodemographic information and the need for 
them to be adequately prepared to respond to questions and concerns as the first point of patient 
contact. It is likely that posters and brochures will continue to be secondary sources of 
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information however efforts should be made to translate these materials into other commonly 
spoken languages to increase access among persons with limited English language proficiency. 
The influence of structural factors on implementation is not prominent or well explored 
by the model. Legal and policy mandates for sociodemographic data collection particularly when 
enforced are powerful levers that create a supportive environment that facilitate data collection. 
There is a vague acknowledgement in the diagram (Figure 3-2) that factors external to the 
institution are important however their role needs to be better defined. In the local context, a 
mandate does not exist and the work is in its infancy, hence this may explain the absence in the 
model. Nonetheless, future efforts to achieve wider implementation may be accelerated by 
advocacy for provincial mandates for sociodemographic data collection in health care settings. 
Another important factor that emerged during the project related to the process of 
implementation. Engagement of stakeholders was a critical part of preparation for 
implementation. A participatory process ensured that the needs and concerns of persons who 
would be affected by data collection were adequately considered. Key lessons learned from other 
projects included the benefits of establishing coordination structures with key stakeholders and 
grounding the process in institutional realities and needs. (47,48,119)  The model identifies 
project partners as a critical project input but is silent regarding the activities of project partners 
that contribute to successful implementation. 
Although the model affirmed the importance of local factors (mostly at the individual 
level), it is limited in embracing the complexity of factors that operate at multiple levels. This 
needs to be improved to account for a broader range of factors that may be implicated in a 
particular project’s success with sociodemographic data collection. A comprehensive model of 
implementation of sociodemographic data collection is an important contribution to the literature 
that will enable other researchers to identify facilitators and develop strategies to mitigate against 
barriers. More work is needed to empirically test the utility of the model in diverse contexts. 
Although all sites improved collection of sociodemographic data and identification of 
social needs through the project, there was little evidence to support its clinical utility in this 
study. With the exception of First Nations and Métis Health Service who increased the 
identification of underserved clients, there are still barriers to clinical application despite its 
intuitive appeal. There are indications of system readiness locally with the introduction of 
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electronic health records and increased capacity to share information across providers. These IT 
infrastructural developments could pave the way for standardized sociodemographic data 
collection.(227) Currently, there is a need for more research engaging clinical providers to further 
examine the best ways to integrate sociodemographic data into patient care and treatment 
pathways. However, there appears to be adequate support for use of sociodemographic 
information for health equity purposes. This suggests that an incremental approach to application 
may be indicated at this time until the evidence becomes available to guide clinical application. 
From a research and evaluation perspective, rapid cycle evaluation approaches are ideal for 
ongoing assessment of local efforts to collect and apply sociodemographic data.(232) In all 
project sites, decision makers committed to a relatively short period to implement and assess 
effects of sociodemographic data collection. In the typical research design, data is often collected 
and only analyzed at the end of the study. Rapid cycle research employs a process that can be 
achieved over a relatively short period by implementing and assessing small tests of change to 
address a problem. The process is applied early in the project and often in multiple cycles with 
the results used to adapt/improve the initiative. Despite the success in the three project sites, 
contexts are likely to be different even in the same type of health care organization. Hence, other 
health care settings that embark on implementation should employ an appropriate process to test 
incrementally what works best under their local conditions. 
Rapid cycle research offers a rigourous process where problems are identified and 
addressed using incremental approaches that are contextually informed. (232) Through an 
iterative process, teams move through six phases including preparation, exploration of the 
problem, knowledge exploration, solution development, solution testing and implementation and 
dissemination.(232) There are several open access tools that are available for each of the six 
phases that help teams to successfully navigate the process. 
6.5 Strengths and limitations of study  
 The evaluation employed both qualitative and quantitative methods of data collection. 
While more resource intense, it allowed deeper understanding of the pattern of participant 
responses and experiences with project implementation.  The study tapped into multiple 
perspectives at various levels and was able to offer solutions grounded in the organizational 
reality and informed by intimate knowledge of intersections with other work. 
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 Cases were studied sequentially which allowed for lessons to be carried forward 
throughout the study of subsequent sites. This experience with other sites brought currency to the 
project and increased interest about the project among stakeholders. Data collection and analysis 
was mostly conducted by a single researcher. While this allowed for immersion in sites and 
building relationships with partners, a singular etic vantage point likely limits complete 
understanding of all contextual facets of the sites/events. 
The study explored multiple settings in the local Saskatoon context however no rural sites 
were included. It is likely that the results may have limited application in these settings 
particularly if patient/client characteristics and perceptions differ. Implementation was extremely 
context sensitive hence questions, mode of administration and application of information varied 
across settings. While it was necessary to adapt the form of the intervention for successful 
implementation, it is unlikely that experiences can be transplanted across sites. 
 The reliability of the sociodemographic data questionnaire was not assessed as part of the 
current project. Although the questions had been adapted, it would have been desirable to test the 
psychometric properties of the complete tool in the local context. There currently is no gold 
standard for sociodemographic questions. While several questions are included in population 
health surveys or census, the clinical context may elicit more nuanced responses. This is an issue 
that should be resolved. Cognitive interviews may be helpful to understand the underlying 
thought process of the few questions that posed difficulty for participants. 
 The tool and questions were only available in English. All interviews and interactions with 
patient participants also occurred in English. This necessarily limited participation to persons 
who were fluent in English and had the capacity to understand the questions. The perceptions of 
individuals with limited English language proficiency may be different to those expressed by 
language concordant participants. It will be important to access resources for translation in order 
to support more inclusive participation. 
 Sample sizes and participant characteristics varied at project sites. Particularly in instances 
were participation rates were lower, the sample may not have been representative of the study 
population. Consequently, it is difficult to determine whether patterns of responses reflect those 
of the source population. For example, there were relatively fewer male participants across sites 
except the acute care site where only a single question was evaluated. Similarly there were fewer 
older participants at community sites compared to acute care sites. This affects the types of 
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inferences that can be made with certainty. Larger samples with diverse participant characteristics 
would be needed to test the full complement of sociodemographic questions in a clinical context. 
6.6 The way forward 
 The collection of individual level patient sociodemographic data in health care settings is 
needed to understand the social needs of patients who access services, identify health disparities 
in care process and health outcomes, inform the development of targeted community health 
interventions and tailor individual care to holistically address medical and social needs. (16) The 
project represents an important milestone in advancing the local health equity agenda. It 
potentially ushers in a shift in cultural attitudes to data collection in health care settings, although 
receptiveness to the initiative likely varies across settings.  
 Since the project has been implemented, there has been keen interest from providers in 
clinical application of sociodemographic data. There is currently a pilot project exploring 
feasibility and acceptability of sociodemographic data collection and its application in a primary 
care setting. The tools employed during this evaluation were adapted for the current primary care 
project. When completed, the results will extend the local research about how to successfully 
apply the information in care and treatment pathways. 
 As sociodemographic information becomes more available in health information systems, 
demands for its application in research will also increase. The risks and benefits of 
sociodemographic data collection must always be acknowledged (220) The issue of capacity 
building for staff at all levels needs to be prioritized to ensure responsible use. Privacy concerns 
and protections are also of paramount importance as the sensitivity of the health information 
increases. 
 The phased implementation of electronic health records in the health region also presents 
an unprecedented opportunity to systematically capture comprehensive sociodemographic data 
and enhanced capacity to share information across providers to increase coordination and 
effectiveness of care. (227) During the project, electronic integration of a sociodemographic 
question facilitated its embedding within the routine work processes. 
 Finally, work to develop Pan Canadian health system performance measures for health 
inequity intersects with local efforts to collect sociodemographic data. (31) In 2016, the Canadian 
Institute for Health Information (CIHI) convened stakeholders to identify core stratifiers for use 
in measuring health inequalities. Based on consensus building exercises, the following elements 
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have been prioritized for data collection: age, sex, geographic location, Indigenous identity, 
education and income. Although work is ongoing, local and national efforts pave the way for 
systematic collection of sociodemographic data and signal positive change towards advancing 
health equity. 
 6.6.1 Recommendations 
The following recommendations were suggested for consideration by the relevant 
authorities. They reflect the collective wisdom and experience with the project in the local 
context as well as information available about other similar initiatives. 
1) Adopt a core set of standardized questions for wider urban implementation based on the 
regional priorities, availability of resources to address identified needs and capacity for 
data collection. 
2) Consideration should be given to multiple locations and modes for data collection (e.g. 
more sensitive questions such as sexual orientation and household income may have 
better success if collected at points other than registration where care is delivered). 
3) Further work is needed in rural contexts to adapt questions that will be appropriate and 
sensitive to their unique circumstances. 
4) Build on existing provisions for collection of sociodemographic information as it is easier 
to integrate new elements than develop entirely new systems. 
5) Include appropriate provisions into any upgrades of IT infrastructure to facilitate future 
data collection in all health care settings. 
6) Develop a mechanism to follow up with patients/clients who have not had the opportunity 
to be asked/complete the sociodemographic data collection tool. This would improve 
quality and completeness of information. 
7) Build capacity for cultural competence of all levels of staff to facilitate data collection and 
application of sociodemographic information. This is likely to require investment of time 
to allow for the internal reflective processes and skill building that is required. It may be 
best accomplished through enhancement of structured opportunities such as orientation of 
new staff members, staff development sessions for existing staff and embed requisite core 
competencies into job descriptions for frontline staff. 
8) Invest in decision supports for staff whether through prompts/reminders as appropriate to 
encourage data collection. 
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9) There is a need to increase awareness of patients/clients about the importance of 
sociodemographic data collection and how the information can be used to improve the 
quality of care. This would help to change prevailing norms and culture of information 
sharing in health care settings. 
10) Explore strengthening the organizational imperative for data collection and application 
through the health region’s equity agenda. This has been an important ingredient for 
success in other provinces such as Ontario that have scaled up implementation of 
sociodemographic data in health care settings. 
11) Continue to engage stakeholders in meaningful partnerships to canvass ongoing support  
      for data collection and other interventions to promote equity oriented care.  
6.7 Conclusion 
 It was feasible to collect selected sociodemographic data in three urban health care 
settings. There was a gradient of comfort depending on the question and the context in which it 
was asked. Consistent with other studies, lowest item response rates occurred for questions 
related to annual household income and year of arrival to Canada. A universal approach to 
screening was endorsed by most participants although a minority contended that targeted 
approaches may be more appropriate. Preferences for mode of administration varied across sites 
and suggested that availability of multiple options may be required, Preparation of staff for 
implementation was challenging and more capacity building is needed to increase comfort with 
data collection. Across sites, multilevel factors including structural, organizational, as well as 
individual level patient and provider factors influenced project implementation. More research is 
needed to assess whether findings are applicable to the full complement of questions in more 
diverse settings. 
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APPENDIX A 
STUDY MATERIALS FOR WEST WINDS PRIMARY HEALTH CENTRE 
 
 
1.       Survey Questionnaire (Drop-in and booked immunization clinics) 
2.       Consent forms 
3.       Intercept interview tracking form 
4.       Key informant interview guide
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PARTICIPANT INTERVIEW CONSENT FORM (CLIENT) 
______________________________________________________________________________ 
Project Title: Better Health for All: One patient at a time. Evaluation of a clinical intervention to 
improve patient centred care. 
Researcher:  
Hazel Williams-Roberts, Graduate Student, Community Health and Epidemiology, University of 
Saskatchewan, 306-321-4848, haw778@mail.usask.ca  
Supervisor: Dr. Cordell Neudorf, Department of Community Health and Epidemiology, 
University of Saskatchewan 306-966-7920, cory.neudorf@usask.ca 
Purpose(s) and Objective(s) of the Research: 
The conditions where people live and work can influence their health. The collection of 
sociodemographic information in health care facilities may help health care providers to better 
understand and address patient needs. The purpose of this study is to evaluate the effects of a 
clinical intervention to improve patient care through screening for and addressing those identified 
social factors that are barriers to a client’s achievement of good health.  
 
Procedures: 
Your participation will involve an interview of approximately 10 to 15 minutes.  During the 
interview, I will sit with you in a comfortable place where we can speak privately. You will be 
asked questions about your care experience during this visit. If you do not wish to answer any of 
the questions during the interview, you may say so and I will move on to the next question. No 
one else but me will be present unless you would like someone else to be there.  
 
Potential Risks:  
You will be asked to discuss some sensitive and personal information, and you may feel 
uncomfortable talking about some of the topics. You do not have to answer any question or take 
part in the interview if you don't wish to do so, and that is also fine. You do not have to give me 
any reason for not responding to any question, or for refusing to take part in the interview. 
 
Potential Benefits: 
Your participation will help us to understand how best to provide care that is responsive to the 
social and medical needs of our clients. 
 
Compensation: 
No reimbursement will be offered in exchange for your participation in this study. 
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Confidentiality: 
All the information that you provide in the interview is completely confidential. It will not be 
shared with anyone outside of the research team.  Your name will not appear on any report 
resulting from this study. However with your permission, anonymous quotations may be used.  
 
Storage of data: The information collected in this study will be stored securely in a locked 
cabinet in my supervisor’s office. Data will also be stored electronically on password protected 
computers. Information collected during the study will be retained for a period of six years before 
being destroyed. 
Right to Withdraw: 
Your participation is voluntary and you can withdraw from the study for any reason, at any time 
without penalty. If you withdraw from the research project, any data that you have contributed 
will be destroyed at your request. Your right to withdraw data from the study will apply until the 
data has been pooled. After this it is possible that some form of research dissemination will have 
already occurred and it may not be possible to withdraw your data. If any new information that 
could have a bearing on your decision to participate arises, you will be informed and given the 
opportunity to remove yourself from the study. At that time if you still consent, you will be asked 
to sign and date a consent form that includes any changes. 
Whether you choose to participate or not will have no effect on your care, or how you will be 
treated. If you wish to withdraw, contact either Dr Cordell Neudorf (cory.neudorf@usask.ca), or 
the researcher (haw778@mail.usask.ca). If you choose to withdraw you will be given the option 
to also remove your data from the study.  
Follow up: 
To obtain results from the study, please contact the researcher (haw778@mail.usask.ca). 
Questions or Concerns: 
If you have any questions or would like additional information, you may contact me via email at 
haw778@mail.usask.ca. You can also contact my supervisor, Dr. Cordell Neudorf at 306-966-
7920 or via email at cory.neudorf@usask.ca.  
This research project has been approved on ethical grounds by the University of Saskatchewan 
Research Ethics Board. Any questions regarding your rights as a participant may be addressed to 
that committee through the Research Ethics Office at ethics.office@usask.ca or via (306) 966-
2975. 
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Signed Consent: 
I have had an opportunity to ask questions and my questions have been answered. I consent to 
participate in the research project. A copy of this Consent Form has been given to me for my 
records. 
     
Name of Participant  Signature  Date 
 
______________________________      _______________________ 
Researcher’s Signature   Date 
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KEY INFORMANT INTERVIEW CONSENT FORM 
______________________________________________________________________________ 
Project Title: Better Health for All: One patient at a time. Evaluation of a clinical intervention to 
improve patient centred care. 
Researcher:  
Hazel Williams-Roberts, Graduate Student, Community Health and Epidemiology, University of 
Saskatchewan, haw778@mail.usask.ca  
Supervisor: Dr. Cordell Neudorf, Department of Community Health and Epidemiology, 
University of Saskatchewan 306-966-7920, cory.neudorf@usask.ca 
Purpose(s) and Objective(s) of the Research: 
The conditions where people live and work can influence their health. The collection of 
information in health care facilities about people’s social circumstances may help health care 
providers to better understand and address client holistic needs. The purpose of this study is to 
evaluate the effects of a project to improve client care through screening for and addressing those 
identified social factors that make it difficult for clients to achieve good health.  
 
Procedures:  
You will be interviewed for approximately 20 to 30 minutes.  During the interview, I will sit with 
you in a comfortable place where we can speak privately. You will be asked questions about the 
factors that influenced the participation of your centre in the project. If you do not wish to answer 
any of the questions during the interview, you may say so and I will move on to the next 
question. No one else but me will be present unless you would like someone else to be there. 
With your permission, the interview will be audiotaped to ensure accurate recording of responses 
and later transcribed for analysis. You will be given the opportunity to confirm the accuracy of 
our conversation and to add or clarify any points that you wish. 
 
Potential Risks:  
You will be asked to talk about the process of decision making and your experience with project 
implementation. The questions are not personal or particularly sensitive. You do not have to 
answer any question or take part in the interview if you don't wish to do so, and that is also fine. 
You do not have to give me any reason for not responding to any question, or for refusing to take 
part in the interview. 
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Potential Benefits:  
Your participation will also help us to understand how to best to support other institutions who 
are interested in enhanced sociodemographic data collection and its application to improve the 
quality of care given to our clients. 
Compensation: 
No reimbursement will be offered in exchange for your participation in this study. 
Confidentiality: 
All the information that you provide in the interview is completely confidential. It will not be 
shared with anyone outside of the research team.  Your name will not appear on any report 
resulting from this study. However if you agree, anonymous quotations may be used.  
 
Storage of data: The information collected in this study will be kept in a locked cabinet in my 
supervisor’s office. Data will also be stored electronically on password protected computers. 
Information collected during the study will be retained for a period of six years before being 
destroyed. 
Right to Withdraw:  
You can choose whether you want to participate and you can leave the study for any reason, at 
any time without penalty. If you leave the study, your information will be destroyed at your 
request. However, you will only be able to remove your information from the study before it has 
been combined with that collected from other patients/clients. After this point, it may not be 
possible to withdraw your data. If any new information that could have a bearing on your 
decision to participate arises, you will be informed and given the opportunity to remove yourself 
from the study. At that time if you still consent, you will be asked to sign and date a consent form 
that includes any changes. 
Whether you choose to participate or not will have no effect on your care, or how you will be 
treated. If you wish to withdraw, contact either Dr Cordell Neudorf (cory.neudorf@usask.ca), or 
the researcher (haw778@mail.usask.ca). If you choose to withdraw you will be given the option 
to also remove your data from the study.  
Follow up:  
To obtain results from the study, please contact the researcher (haw778@mail.usask.ca). 
Questions or Concerns:  
If you have any questions or would like additional information, you may contact me via email at 
haw778@mail.usask.ca. You can also contact my supervisor, Dr. Cordell Neudorf at 306-966-
7920 or via email at cory.neudorf@usask.ca. 
This research project has been approved on ethical grounds by the University of Saskatchewan 
Research Ethics Board. Any questions regarding your rights as a participant may be addressed to 
that committee through the Research Ethics Office at ethics.office@usask.ca or via telephone at 
(306) 966-2975. 
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Signed Consent: 
If you decide to take part in this study, there are some options for you to consider. Please place a 
check mark by the option that grants me permission to: 
I grant permission to be audiotaped       Yes  No 
You may use anonymized quotations   Yes  No 
I have had an opportunity to ask questions and my questions have been answered. I consent to 
participate in the research project. A copy of this Consent Form has been given to me for my 
records. 
     
Name of Participant  Signature  Date 
 
______________________________      _______________________ 
Researcher’s Signature   Date 
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PARTICIPANT INTERCEPT INTERVIEW GUIDE (CLIENT) 
 
STUDY TITLE: Better health for all: We ask because we care. Evaluation of a clinical 
intervention to improve patient-centred care  
 
SUPERVISOR:  
Dr. Cordell Neudorf, Department of Community Health and Epidemiology, University of 
Saskatchewan  
 
STUDENT RESEARCHER:  
Hazel Williams-Roberts, Department of Community Health and Epidemiology, University of 
Saskatchewan  
 
Introduction:  
 
Thank you for agreeing to meet with me today. My name is Hazel Williams-Roberts and I am a 
graduate student in the Department of Community Health and Epidemiology at the University of 
Saskatchewan. I am partnering with the Saskatoon Health Region to collect data for a study that 
will become part of my doctoral dissertation. I am interested in understanding your views about 
the collection and use of social information during the medical visit. I will you ask questions 
about your thoughts and experiences with the collection of social information during this visit 
and then we will talk about how you think the information was or was not used as part of your 
care.  
You have been asked to give voluntary consent to this interview by reviewing and signing a 
consent form. You have been given the opportunity to ask any questions about the study. A copy 
of the form will also be left with you so that you can be reminded of what we discussed. 
 
The information you share with me today is completely confidential.  You will be assigned a 
false name (pseudonym) and your responses will not have any identifying information. Your 
responses will only be shared with members of the study team and will be compiled with other 
participants in the study. The information that I gather will be used to improve how information 
is collected and used to provide client-centred care. 
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It is helpful to know a little bit about you so that I have a context for your responses. This 
information helps to understand the backgrounds of study participants.  
Age:       Gender:  
Ethnicity:      First visit ever to facility:  
1  Importance of assessing social circumstances  
• How important do you think that it is to gather information about clients’ social 
circumstances in health care settings?  
 
2  Who should be asked about social circumstances?  
• Who do you think should be asked about their social circumstances during a medical    
    visit?  
• Can you explain why you feel that way?  
 
3  Who should ask questions about social circumstances in a health care setting?  
• Why do you think that is the case?  
 
4  What aspects of the data collection need to be improved?  
• What should be done to help clients feel comfortable about giving this information?  
• What needs to change from the current process?  
 
CLOSURE: Thank you for taking the time to participate in this study. If you would like to 
receive a copy of the results upon completion of the study, my contact information is listed on the 
consent form.
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KEY INFORMANT INTERVIEW GUIDE  
 
STUDY TITLE: Better health for all: We ask because we care. Evaluation of a clinical 
intervention to improve patient centred care  
 
SUPERVISOR:  
Dr. Cordell Neudorf, Department of Community Health and Epidemiology, University of 
Saskatchewan  
 
STUDENT RESEARCHER:  
Hazel Williams-Roberts, Department of Community Health and Epidemiology, University of 
Saskatchewan  
 
Introduction:  
Thank you for agreeing to meet with me today. My name is Hazel Williams-Roberts and I am a 
graduate student in the Department of Community Health and Epidemiology at the University of 
Saskatchewan. I am partnering with the Saskatoon Health Region to collect data for a study that 
will become part of my doctoral dissertation. I am interested in understanding your views about 
the collection and use of social information during the medical visit. I will you ask questions 
about how you came to participate in the project and your experiences with implementation in 
this centre. 
You have been asked to give voluntary consent to this interview by reviewing and signing a 
consent form. You have been given the opportunity to ask any questions about the study. A copy 
of the form will also be left with you so that you can be reminded of what we discussed. 
 
The information you share with me today is completely confidential.  You will be assigned a 
false name (pseudonym) and your responses will not have any identifying information. Your 
responses will only be shared with members of the study team and will be compiled with other 
participants in the study. The information that I gather will be used to improve how information 
is collected and used to provide client-centred care. 
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To ensure that we are able to capture accurate and complete responses, I would like to audio-tape 
this interview. As previously mentioned, the recording will be transcribed and all names and 
places will be removed to protect your identity.  
 
It is helpful to know a little bit about you so that I have a context for your responses. This 
information helps to understand the backgrounds of study participants.  
Ethnicity:      Length of service:  
1  Importance of assessing social circumstances  
• How important do you think that it is to gather information about clients’ social 
circumstances in health care settings?  
 
2  Who should be asked about social circumstances?  
• Who do you think should be asked about their social circumstances during a medical 
visit?  
• Can you explain why you feel that way?  
 
3  Who should ask questions about social circumstances in a health care setting?  
• Why do you think that is the case?  
 
4  Feelings about being asked for sociodemographic information  
• How do you think that patients feel about being asked questions related to their social 
circumstances?  
• Can you explain why you feel that way?  
 
5  Participation in the project  
• Tell me about how you came to participate in the project: 
• What were the factors that encouraged you to consider the project for your centre? 
• What were some of the challenges that affected implementation of the project? 
 
6  How sociodemographic data should be collected  
• How would you like to see social information collected in this centre?  
• What would be the best way to gather this information?  
 
7  What supports are needed for institutions who want to collect this information?  
• How should we support other institutions who want to be involved in similar initiatives?  
 
CLOSURE: Thank you for taking the time to participate in this study. If you would like to 
receive a copy of the results upon completion of the study, my contact information is listed on the 
consent form.
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APPENDIX B 
 
 
STUDY MATERIALS FOR SEXUAL HEALTH CENTRE 
 
 
1. Sociodemographic data collection questionnaire 
 
2. Consent forms 
 
3. Interview guides (Patient and key informant) 
 
4. Chart abstraction form 
 
5.          Information and education materials for patients 
 
6.          Resource manual for providers 
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PARTICIPANT INTERVIEW CONSENT FORM 
______________________________________________________________________________ 
Project Title: Better Health for All: One patient at a time. Evaluation of a clinical intervention to 
improve patient centred care. 
Researcher:  
Hazel Williams-Roberts, Graduate Student, Community Health and Epidemiology, University of 
Saskatchewan, 306-321-4848, haw778@mail.usask.ca  
Supervisor: Dr. Cordell Neudorf, Department of Community Health and Epidemiology, 
University of Saskatchewan 306-966-7920, cory.neudorf@usask.ca 
Purpose(s) and Objective(s) of the Research: 
The conditions where people live and work can influence their health. The collection of 
sociodemographic information in health care facilities may help health care providers to better 
understand and address patient needs. The purpose of this study is to evaluate the effects of a 
clinical intervention to improve patient care through screening for and addressing those identified 
social factors that are barriers to a patient’s achievement of good health.  
 
Procedures: 
Your participation will involve an interview of approximately 10 to 15 minutes.  During the 
interview, I will sit with you in a comfortable place where we can speak privately. You will be 
asked questions about your care experience during this admission. If you do not wish to answer 
any of the questions during the interview, you may say so and I will move on to the next 
question. No one else but me will be present unless you would like someone else to be there. 
With your permission, the interview will be audiotaped to ensure accurate recording of responses 
and later transcribed for analysis. You will be given the opportunity to confirm the accuracy of 
our conversation and to add or clarify any points that you wish. 
 
Potential Risks:  
You will be asked to discuss some sensitive and personal information, and you may feel 
uncomfortable talking about some of the topics. You do not have to answer any question or take 
part in the interview if you don't wish to do so, and that is also fine. You do not have to give me 
any reason for not responding to any question, or for refusing to take part in the interview. 
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Potential Benefits: 
The social information requested during the study will be shared with your health care provider 
so that they can better assess your needs and provide more appropriate care. Your participation 
will also help us to understand how best to provide care that is responsive to the social and 
medical needs of our patients. 
Compensation: 
No reimbursement will be offered in exchange for your participation in this study. 
Confidentiality: 
All the information that you provide in the interview is completely confidential. It will not be 
shared with anyone outside of the research team.  Your name will not appear on any report 
resulting from this study. However with your permission, anonymous quotations may be used.  
 
Storage of data: The information collected in this study will be stored securely in a locked 
cabinet in my supervisor’s office. Data will also be stored electronically on password protected 
computers. Information collected during the study will be retained for a period of six years before 
being destroyed. 
Right to Withdraw: 
Your participation is voluntary and you can withdraw from the study for any reason, at any time 
without penalty. If you withdraw from the research project, any data that you have contributed 
will be destroyed at your request. Your right to withdraw data from the study will apply until the 
data has been pooled. After this it is possible that some form of research dissemination will have 
already occurred and it may not be possible to withdraw your data. If any new information that 
could have a bearing on your decision to participate arises, you will be informed and given the 
opportunity to remove yourself from the study. At that time if you still consent, you will be asked 
to sign and date a consent form that includes any changes. 
Whether you choose to participate or not will have no effect on your care, or how you will be 
treated. If you wish to withdraw, contact either Dr Cordell Neudorf (cory.neudorf@usask.ca), or 
the researcher (haw778@mail.usask.ca). If you choose to withdraw you will be given the option 
to also remove your data from the study.  
Follow up:  
To obtain results from the study, please contact the researcher (haw778@mail.usask.ca). 
Questions or Concerns: 
If you have any questions or would like additional information, you may contact me at 306 321 
4848 or via email at haw778@mail.usask.ca. You can also contact my supervisor, Dr. Cordell 
Neudorf at 306-966-7920 or via email at cory.neudorf@usask.ca. This research project has been 
approved on ethical grounds by the University of Saskatchewan Research Ethics Board. Any 
questions regarding your rights as a participant may be addressed to that committee through the 
Research Ethics Office ethics.office@usask.ca (306) 966-2975. 
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Signed Consent: 
If you decide to take part in this study, there are some options for you to consider. Please place a 
check mark by the option that grants me permission to: 
I grant permission to be audiotaped       Yes  No 
You may use anonymized quotations   Yes  No 
I have had an opportunity to ask questions and my questions have been answered. I consent to 
participate in the research project. A copy of this Consent Form has been given to me for my 
records. 
     
Name of Participant  Signature  Date 
 
______________________________      _______________________ 
Researcher’s Signature   Date 
 
Option for oral consent 
 I read and explained this Consent Form to the participant before receiving the participant’s 
consent, and the participant had knowledge of its contents and appeared to understand it. 
     
Name of Participant  Researcher’s Signature  Date 
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FOCUS GROUP PARTICIPANT CONSENT FORM 
______________________________________________________________________________ 
Project Title: Better Health for All: One patient at a time. Evaluation of a clinical intervention to 
improve patient centred care. 
Researcher: Hazel Williams-Roberts, Graduate Student, Department of Community Health and       
Epidemiology, University of Saskatchewan, 306-321-4848, haw778@mail.usask.ca   
Supervisor: Dr. Cordell Neudorf, Department of Community Health and Epidemiology, 
University of Saskatchewan, 306-966-7920, cory.neudorf@usask.ca 
Purpose(s) and Objective(s) of the Research:  
The conditions where people live and work can influence their health. The collection of 
sociodemographic information in health care facilities may help health care providers to better 
understand and address patient needs. The purpose of this study is to evaluate the effects of a 
clinical intervention to improve patient-centred care through screening for and addressing those 
identified social factors that are barriers to patient’s achievement of good health.  
 
Procedures: 
As a participant, you will be involved in a focus group discussion with 4 – 5 of your peers. The 
session is expected to last approximately 60 – 90 minutes.  The discussion will take place in a 
comfortable space at the facility where participants can speak privately without interruptions.  
The session will be facilitated by a team comprised of myself and another researcher in order to 
effectively manage all aspects of the focus group discussion. No other persons except for the 
other participants and research team will be present during the discussion. You will be asked 
questions about your experience with the project’s training activities and subsequent 
sociodemographic data collection as well as opinions about ways to improve the program. If you 
do not wish to answer a particular question during the interview, you may say so. You may 
contribute to the session as little or as much as you feel comfortable. With your permission, the 
interview will be audiotaped to ensure accurate recording of responses and later transcribed for 
analysis. You will be given the opportunity to confirm the accuracy of our conversation and to 
add or clarify any points that you wish. 
Potential Risks:  
The researcher will undertake to safeguard the confidentiality of the discussion, but cannot 
guarantee that other members of the group will do so.  Please respect the confidentiality of the 
other members of the group by not disclosing the contents of this discussion outside the group, 
and be aware that others may not respect your confidentiality. 
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Because the participants for this research project have been selected from a small group of 
people, all of whom are known to each other; it is possible that you may be identifiable to other 
people on the basis of what you have said. 
Potential Benefits:  
You will not derive any personal benefits from this study.   
Your participation will help us to understand how best to improve data collection so that the 
needs and preferences of all persons involved are accommodated. 
Compensation: 
No reimbursement will be offered in exchange for your participation in this study. 
Confidentiality: 
Confidentiality will be respected and no information that discloses the identity of a participant 
will be released or published. Any information that you provide will be grouped with the 
responses of other participants. It will not be shared with anyone outside of the research team.  
Your name will not appear on any report resulting from this study. However with your 
permission, anonymous quotations may be used.  
 
Storage of data: The information collected in this session will be stored securely in a locked 
cabinet in my supervisor’s office. Data will also be stored electronically on password protected 
computers. Information collected during the study will be retained for a period of six years before 
being destroyed. 
Right to Withdraw:  
Your participation is voluntary and you can withdraw from the study for any reason, at any time 
without penalty. If you withdraw from the research project at any time, any data that you have 
contributed will be destroyed at your request. Your right to withdraw data from the study will 
apply until the data have been pooled. After this it is possible that some form of research 
dissemination will have already occurred and it may not be possible to withdraw your data. If any 
new information that could have a bearing on your decision to participate arises, you will be 
informed and given the opportunity to remove yourself from the study. At that time if you still 
consent, you will be asked to sign and date a consent form that includes any changes. 
Whether you choose to participate or not will have no effect on the terms of your employment or 
any job-related evaluations. If you wish to withdraw, contact either Dr. Cordell Neudorf 
(cory.neudorf@usask.ca), or the researcher (haw778@mail.usask.ca). If you choose to withdraw 
you will be given the option to also remove your data from the study.  
Follow up:  
To obtain results from the study, please contact the researcher (haw778@mail.usask.ca). 
Questions or Concerns: 
If you have any questions or would like additional information, you may contact me at 306 321 
4848 or via email at haw778@mail.usask.ca. You can also contact my supervisor, Dr. Cordell 
Neudorf at 306-966-7920 or via email at cory.neudorf@usask.ca. 
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This research project has been approved on ethical grounds by the University of Saskatchewan 
Research Ethics Board. Any questions regarding your rights as a participant may be addressed to 
that committee through the Research Ethics Office ethics.office@usask.ca (306) 966-2975. 
Signed Consent: 
If you decide to take part in this study, there are some options for you to consider. Please place a 
check mark by the option that grants me permission to: 
I grant permission to be audiotaped       Yes  No 
You may use anonymized quotations   Yes  No 
I have had an opportunity to ask questions and my questions have been answered. I consent to 
participate in the research project. A copy of this Consent Form has been given to me for my 
records. I have had an opportunity to ask questions and my questions have been answered. I 
consent to participate in the research project. A copy of this Consent Form has been given to me 
for my records. 
     
Name of Participant  Signature  Date 
____________________________      _______________________ 
Researcher’s Signature   Date
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FOCUS GROUP INTERVIEW GUIDE (PRE) 
 
 
STUDY TITLE: Better health for all: We ask because we care. Evaluation of a clinical intervention 
to improve patient-centred care  
 
SUPERVISOR:  
Dr. Cordell Neudorf, Department of Community Health and Epidemiology, University of 
Saskatchewan  
 
STUDENT RESEARCHER:  
Hazel Williams-Roberts, Department of Community Health and Epidemiology, University of 
Saskatchewan  
 
INTRODUCTORY SCRIPT  
 
Thank you for coming today. My name is Hazel Williams-Roberts and I am a graduate student in the 
Department of Community Health and Epidemiology at the University of Saskatchewan. I am 
partnering with the Saskatoon Health Region to collect data for a study that will become part of my 
doctoral dissertation. This is Y. She will observe and take notes while I will conduct the discussion. I 
am interested in understanding your views and experiences with the collection and application of 
social information in client care.  
 
You have been asked to give voluntary consent to this interview by reviewing and signing a consent 
form. You have been given the opportunity to ask any questions about the study. A copy of the form 
will also be left with you so that you can be reminded of what we discussed.  
 
In order to ensure that we have productive and meaningful discussions, I will outline the 
expectations for all participants in today’s session. The session will be in the form of a discussion 
and group participants need not wait to be invited before they contribute. There are no right or 
wrong answers. The views and opinions of every participant are important. The aim is to hear as 
many different thoughts as possible. There are likely to be different views or experiences among 
the group and persons are free to say what they think and whether they agree or disagree with 
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other participants. We are not here to judge but to share our ideas and thoughts with each other. 
We ask that participants be respectful of each other and refrain from interrupting and talking over 
each other. Please place all mobile phones on silent mode if you need to keep them on during the 
session. 
 
The views and comments shared during this discussion should be kept in the strictest confidence 
by all participants. Your responses will only be shared with members of the study team and will 
be compiled with other participants in the study. The information that I gather will be used to 
improve how information is collected and used to provide patient-centred care.  
 
To ensure that we are able to capture accurate and complete responses, I would like to audio-tape 
this interview. As previously mentioned, the recording will be transcribed and all names and 
personal information will be removed to protect your identity. Do you have any questions about 
today’s discussion?  
 
I ask that each participant introduces himself/herself to the group so that we are all acquainted 
with each other. It would be helpful to know if you are part time or full time and the number of 
years that you have been working at the facility.  
 
1  Knowledge about social determinants of health 
• Can you tell me what you know about the term ‘social determinants of health’? 
o How did you hear about social determinants of health? 
• How comfortable are you addressing social needs of clients when they are identified 
during a consultation? 
•  
2 Attitudes to screening for social determinants of health 
• How important do you think it is to obtain sociodemographic information during the 
medical visit?  
• How do you think clients feel about being asked to give this information? 
• Who do you think should ask about social circumstances during the medical visit? 
o Why do you feel that way? 
• How do you think this information should be used in client care? 
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3 Practices related to screening for social determinants of health 
• To what extent is information currently captured about client social circumstances? 
o Which ones are currently captured? 
• To what extent is client care adapted to any social circumstances that are identified during 
a visit? 
 
4 What if any challenges do you encounter in attempting to address the social needs of your 
clients? 
 
CLOSURE: We are coming to the close of our discussion. I would like to thank you for your 
participation. Your contribution is valuable and will be used to improve the process so that we are 
better able to serve our clients. If you remember anything else later, you may contact me using the 
information that has been provided. Thanks for your time and enjoy the rest of your day.  
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FOCUS GROUP INTERVIEW GUIDE (POST) 
 
 
STUDY TITLE: Better health for all: We ask because we care .Evaluation of a clinical intervention 
to improve patient centred care  
 
SUPERVISOR:  
Dr. Cordell Neudorf, Department of Community Health and Epidemiology, University of 
Saskatchewan  
 
STUDENT RESEARCHER:  
Hazel Williams-Roberts, Department of Community Health and Epidemiology, University of 
Saskatchewan  
 
INTRODUCTORY SCRIPT  
 
Thank you for coming today. My name is Hazel Williams-Roberts and I am a graduate student in the 
Department of Community Health and Epidemiology at the University of Saskatchewan. I am 
partnering with the Saskatoon Health Region to collect data for a study that will become part of my 
doctoral dissertation. This is Y. She will observe and take notes while I will conduct the discussion. I 
am interested in understanding your views and experiences with the collection of social information 
during the pilot project.  
 
You have been asked to give voluntary consent to this interview by reviewing and signing a consent 
form. You have been given the opportunity to ask any questions about the study. A copy of the form 
will also be left with you so that you can be reminded of what we discussed.  
 
In order to ensure that we have productive and meaningful discussions, I will outline the expectations 
for all participants in today’s session. The session will be in the form of a discussion and group 
participants need not wait to be invited before they contribute. There are no right or wrong answers. 
The views and opinions of every participant are important. The aim is to hear as many different 
thoughts as possible. There are likely to be different views or experiences among the group and 
persons are free to say what they think and whether they agree or disagree with other participants. We 
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are not here to judge but to share our ideas and thoughts with each other. We ask that participants be 
respectful of each other and refrain from interrupting and talking over each other. Please place all 
mobile phones on silent mode if you need to keep them on during the session. 
 
The views and comments shared during this discussion should be kept in the strictest confidence by 
all participants. Your responses will only be shared with members of the study team and will be 
compiled with other participants in the study. The information that I gather will be used to improve 
how information is collected and used to provide patient-centred care.  
 
To ensure that we are able to capture accurate and complete responses, I would like to audio-tape this 
interview. As previously mentioned, the recording will be transcribed and all names and personal 
information will be removed to protect your identity. Do you have any questions about today’s 
discussion?  
 
I believe that we all know each other however we can begin by each participant introducing 
himself/herself to the group so that we are all acquainted with each other. It would be helpful to know 
your role at the centre.  
 
1  Knowledge about social determinants of health 
• How comfortable are you now in addressing the social needs of clients? 
 
2 Attitudes to screening for social determinants of health 
• How important do you think it is to obtain sociodemographic information during the 
medical visit?  
• How do you think this information should be used in client care? 
 
3 Practices related to screening for social determinants of health 
• To what extent is information currently captured about client social circumstances? 
o Which ones are currently captured? 
• To what extent is client care currently adapted to any social circumstances that are 
identified during a visit? 
 
4  Patient reactions to sociodemographic data collection  
• How did clients react to being asked questions about their social circumstances?  
• How if at all, did the reactions differ according to various client characteristics?  
 Can you provide an example to illustrate each case?  
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5  Expectations about sociodemographic data collection  
• How did your expectations compare with the actual implementation of the project?  
 
6  Adequacy of training/preparation for implementation  
• To what extent did the training activities prepare you for implementing the data collection?  
• What components were most useful?  
• What components were least useful?  
• What would you change if anything about the training now that you have had the experience 
in the field?  
 
7  Challenging experiences  
• What were some of the challenges that you experienced with data collection?  
• How did you resolve these issues?  
 
8  Successful approaches to project implementation 
• What aspects of data collection are going well?  
 
9  Areas for improvement  
• How can the project improve data collection?  
 
CLOSURE: We are coming to the close of our discussion. I would like to thank you for your 
participation. Your contribution is valuable and will be used to improve the process so that we are 
better able to serve our clients. If you remember anything else later, you may contact me using the 
information that has been provided. Thanks for your time and enjoy the rest of your day.  
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PARTICIPANT INTERVIEW GUIDE (CLIENT) 
 
STUDY TITLE: Better health for all: We ask because we care. Evaluation of a clinical 
intervention to improve patient-centred care  
 
SUPERVISOR:  
Dr. Cordell Neudorf, Department of Community Health and Epidemiology, University of 
Saskatchewan  
 
STUDENT RESEARCHER:  
Hazel Williams-Roberts, Department of Community Health and Epidemiology, University of 
Saskatchewan  
 
Introduction:  
 
Thank you for agreeing to meet with me today. My name is Hazel Williams-Roberts and I am a 
graduate student in the Department of Community Health and Epidemiology at the University of 
Saskatchewan. I am partnering with the Saskatoon Health Region to collect data for a study that 
will become part of my doctoral dissertation. I am interested in understanding your views about 
the collection and use of social information during the medical visit. I will you ask questions 
about your thoughts and experiences with the collection of social information during this visit 
and then we will talk about how you think the information was or was not used as part of your 
care.  
You have been asked to give voluntary consent to this interview by reviewing and signing a 
consent form. You have been given the opportunity to ask any questions about the study. A copy 
of the form will also be left with you so that you can be reminded of what we discussed. 
 
The information you share with me today is completely confidential.  You will be assigned a 
false name (pseudonym) and your responses will not have any identifying information. Your 
responses will only be shared with members of the study team and will be compiled with other 
participants in the study. The information that I gather will be used to improve how information 
is collected and used to provide client-centred care. 
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To ensure that we are able to capture accurate and complete responses, I would like to audio-tape 
this interview. As previously mentioned, the recording will be transcribed and all names and 
places will be removed to protect your identity.  
 
It is helpful to know a little bit about you so that I have a context for your responses. This 
information helps to understand the backgrounds of study participants.  
Age:       Gender:  
Ethnicity:      First visit ever to facility:  
1  Importance of assessing social circumstances  
• How important do you think that it is to gather information about clients’ social 
circumstances in health care settings?  
• How do you think this information might be useful in planning client care?  
 
2  Who should be asked about social circumstances?  
• Who do you think should be asked about their social circumstances during a medical    
    visit?  
• Can you explain why you feel that way?  
 
3  Who should ask questions about social circumstances in a health care setting?  
• Why do you think that is the case?  
 
4  Feelings about being asked for sociodemographic information  
• How did you feel about being asked those questions?  
• Can you explain what made you feel that way?  
 
5  Sources of discomfort  
• Were there particular questions that made you feel more uncomfortable than others? 
 
6  How sociodemographic data should be collected  
• How would you like to see social information collected in this centre?  
• What would be the best way to gather this information?  
 
7  What aspects of the data collection need to be improved?  
• What should be done to help clients feel comfortable about giving this information?  
• What needs to change from the current process?  
 
CLOSURE: Thank you for taking the time to participate in this study. If you would like to 
receive a copy of the results upon completion of the study, my contact information is listed on the 
consent form.
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APPENDIX C 
 
 
STUDY MATERIALS FOR ST PAULS HOSPITAL 
 
 
 
 
1 Pre –test training questionnaire 
 
2   Post-test training questionnaire 
 
3 Consent forms     
 
4 Intercept interview tracking sheet 
 
5 Interview guides  
 
6 Information and education materials (Poster, brochure)    
 
 
287 
 
 
 
 
 
 
288 
 
 
 
 
 
289 
 
 
 
 
290 
 
 
 
 
 
291 
 
 
 
 
 
 
292 
 
 
 
 
 
293 
 
 
  
 
 
 
 
294 
 
 
 
 
 
 
295 
 
 
 
 
PARTICIPANT INTERVIEW GUIDE (PATIENT) 
It is helpful to know a little bit about you so that I have a context for your responses. This 
information helps to understand the backgrounds of study participants.  
Age:       Gender:  
Ethnicity:      First visit ever to facility:  
1  Importance of assessing social circumstances  
• How important do you think that it is to gather information about patient’s social  
  circumstances in health care settings?  
• How important do you think that it is for your health care provider to know about  
  your indigenous ancestry?  
 
2  Who should be asked about social circumstances?  
• Who do you think should be asked about their social circumstances during a        
    medical visit?  
• Can you explain why you feel that way?  
 
3  Who should ask questions about social circumstances in a health care  setting?  
• Who do you think is the most appropriate person to ask questions about indigenous  
    identity? Why do you think that is the case?  
 
4  Feelings about being asked for sociodemographic information  
• How did you feel about being asked about your indigenous identity?  
• Can you explain what made you feel that way?  
 
5  What aspects of the data collection need to be improved?  
• What should be done to help clients feel comfortable about giving this information?  
• What needs to change from the current process?  
 
6  Application of sociodemographic data to inform client care plan  
• How do you think the information was used in planning your care?  
• How has this made a difference to you in being able to follow your care and     
  treatment plan?  
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CLOSURE: Thank you for taking the time to participate in this study. If you would like to 
receive a copy of the results upon completion of the study, my contact information is listed on the 
consent form.
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KEY INFORMANT INTERVIEW GUIDE  
 
STUDY TITLE: Better health for all: We ask because we care. Evaluation of a clinical 
intervention to improve patient centred care  
 
SUPERVISOR:  
Dr. Cordell Neudorf, Department of Community Health and Epidemiology, University of 
Saskatchewan  
 
STUDENT RESEARCHER:  
Hazel Williams-Roberts, Department of Community Health and Epidemiology, University of 
Saskatchewan  
 
Introduction:  
 
Thank you for agreeing to meet with me today. My name is Hazel Williams-Roberts and I am a 
graduate student in the Department of Community Health and Epidemiology at the University of 
Saskatchewan. I am partnering with the Saskatoon Health Region to collect data for a study that 
will become part of my doctoral dissertation. I am interested in understanding your views about 
the collection and use of social information during the medical visit. I will you ask questions 
about how you came to participate in the project and your experiences with implementation in 
this centre. 
You have been asked to give voluntary consent to this interview by reviewing and signing a 
consent form. You have been given the opportunity to ask any questions about the study. A copy 
of the form will also be left with you so that you can be reminded of what we discussed. 
 
The information you share with me today is completely confidential.  You will be assigned a 
false name (pseudonym) and your responses will not have any identifying information. Your 
responses will only be shared with members of the study team and will be compiled with other 
participants in the study. The information that I gather will be used to improve how information 
is collected and used to provide client-centred care. 
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To ensure that we are able to capture accurate and complete responses, I would like to audio-tape 
this interview. As previously mentioned, the recording will be transcribed and all names and 
places will be removed to protect your identity.  
 
It is helpful to know a little bit about you so that I have a context for your responses. This 
information helps to understand the backgrounds of study participants.  
Ethnicity:      Length of service:  
1  Importance of assessing social circumstances  
• How important do you think that it is to gather information about clients’ social 
circumstances in health care settings?  
 
2  Who should be asked about social circumstances?  
• Who do you think should be asked about their social circumstances during a medical 
visit?  
• Can you explain why you feel that way?  
 
3  Who should ask questions about social circumstances in a health care setting?  
• Why do you think that is the case?  
 
4  Feelings about being asked for sociodemographic information  
• How did you think that patients feel about being asked questions related to their social 
circumstances?  
• Can you explain why you feel that way?  
 
5  Participation in the project  
• Tell me about how you came to participate in the project: 
• What were the factors that encouraged you to consider the project for your centre? 
• What were some of the challenges that affected implementation of the project? 
 
6  How sociodemographic data should be collected  
• How would you like to see social information collected in this centre?  
• What would be the best way to gather this information?  
 
7  What supports are needed for institutions who want to collect this information?  
• How should we support other institutions who want to be involved in similar initiatives?  
 
CLOSURE: Thank you for taking the time to participate in this study. If you would like to 
receive a copy of the results upon completion of the study, my contact information is listed on the 
consent form.
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APPENDIX D 
 
CLINICAL TOOLS FOR ASSESSMENT OF SOCIAL RISKS 
 
D1: Clinical Poverty Tool 
Within the primary care literature in Canada, a Clinical Poverty Tool was identified that 
was developed by Bloch and colleagues for individual screening and intervention. (50) The tool 
screens with a single question ‘Do you ever have difficulty making ends meet at the end of the 
month?’ that has high sensitivity (98%) but low specificity (40%) for identifying those living 
below the poverty line. (51) 
The tool advocates a three step approach beginning with a single poverty screening 
question. (50)  A positive screen triggers ‘adjustment of risk’ which refers to integration of 
knowledge of the effects of poverty on disease risk to inform decisions about screening or other 
aspects of management. An example of this may be illustrated when a primary care physician 
increases frequency of screening for diabetes in low income patients. In the third step, providers 
develop treatment plans that are tailored to mitigate the patient’s lived experience of poverty. The 
tool also includes seven follow on questions that aim to prompt patients to explore entitlement for 
specific income benefits.  The authors concede that while the provider is uniquely placed to 
facilitate patient access to income support and other resources, this role may not be equally 
embraced by all physicians. They recommend a team based approach to comprehensively address 
poverty in clinical practice. While the tool is available and its use is being promoted by the 
Ontario College of Family Physicians, evidence of its effectiveness in improving patient 
outcomes and care experience has not been studied. 
The Toronto Poverty Tool has been adapted in other provinces such as British Columbia 
and Manitoba. Using the same general approach, a single screening question is asked of all 
patients, followed by adjustment of risk and eight questions that assess access to health care and 
eligibility for specific benefits such as First Nations Health Benefit and Disability Assistance. It 
is unclear whether the tool has been evaluated despite both a BC-wide and Kootenay Boundary 
versions. 
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D2: Patient-centred Assessment Method (PCAM) 
The Patient-Centred Assessment Method (PCAM) was adapted for a UK context from 
similar tools that had been validated in the United States. (52) It was developed to provide a 
comprehensive assessment of psychosocial needs and to facilitate intervention by providers to 
any identified needs based on severity and urgency of these needs. The method was intended to 
be used by a range of providers including physicians and nurses. A study was conducted to assess 
the implementation of the PCAM and its effects on patient satisfaction, patient experience and 
referral patterns. 
The PCAM was implemented in the public sector, primary care setting of a wellness clinic 
that targeted persons at risk for cardiovascular disease based on age and location. The program 
was implemented by nurses who in addition to their general wellness and mental health training 
also received training to integrate the PCAM into care and address any needs that were identified. 
The PCAM is an 11-item instrument that covers three domains including health and wellbeing, 
social environment and health literacy and communication. The tool includes a section to 
document the plan for intervention for each of the items assessed as well as a score for the level 
of need and urgency. 
There were no differences found in patient satisfaction or perceived provider empathy pre 
and post intervention. This was attributed to a ceiling effect where already high ratings at 
baseline left little room for improvement in the post intervention assessment. The pattern of 
referrals changed in the post intervention assessment with fewer medical referrals but an increase 
in psychological, social and lifestyle referrals. It was difficult to attribute the change to the 
intervention as population characteristics were different and possibly also documentation of 
referrals. 
Nurses found that the PCAM was easy to incorporate into their practice and fostered a 
holistic assessment of needs. Administration of the tool required an additional 10 – 15 minutes 
however they suggested that with more experience the efficiency could be improved. Initial 
concerns about the capacity to address needs identified were allayed during the program. Nurses 
found that they were able to cope with the range of problems identified and found appropriate 
resources available. They also perceived that patients were willing to discuss their problems and 
viewed it as a collaborative tool to inform provider-patient conversation. 
 
 
304 
 
D3: I-HELP 
The I-HELP Tool was developed by a Medical Legal Partnership (MLP) in Boston, 
Massachusetts. (54) It was designed to assist clinicians to identify social circumstances that affect 
child health and are amenable to direct intervention. I-HELP is a mnemonic that refers to unmet 
needs related to income supports, housing and utilities, education, legal (immigration) status and 
personal and family stability. The tool empowers clinicians to diagnose these specific unmet 
needs and to mobilize resources to assist the patient. This may require referral to a social worker, 
consultation with a legal provider about the family’s service or benefits eligibility, denial or 
termination and referral to the legal clinic for intake with the legal provider.  
Clinicians who are interested in becoming advocates receive training in accredited Medical-
Legal Partnership (MLP) education sessions. Training content focuses on naming and 
understanding social determinants of health, using the tool to screen patients for social 
determinants, learning about the laws and systems that govern the barriers identified by the tool, 
diagnosing in consultation or by referral to legal provider and treating patients with effective 
advocacy interventions.  
The tool has been evaluated in a recent study among pediatric residents who were exposed 
to a multifaceted behavior change intervention to improve social risk screening in a pediatric 
hospital. (233) The sensitivity, specificity, positive and negative predictive values were 
established by comparing with social work evaluations. The intervention increased 
documentation of screening in I-HELP domains and referral to social work (p <0.001). The 
sensitivity, specificity and positive predictive values were 0.63, 0.96 and 0.94 respectively. 
Residents who had been trained continued to practice screening 8 months post intervention. 
D4: HealthBegins 
HealthBegins is described as ‘think-and-do tank comprised of doctors and public health 
innovators who are committed to demonstrating how a smarter health care system can improve 
health where it begins – where we live, work, learn and play’.(55) The group engages in a 
number of different activities including training and designing clinical tools that enable providers 
to practice care differently and address upstream factors in care. 
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The team has developed a screening tool that includes items related to education, 
employment, social connection and isolation, immigration concerns, nutrition, physical activity, 
financial strain, food security, housing security, transportation, exposure to violence (community 
and intimate partner violence) and stress. The guide recommends the appropriate screening 
interval for each question (first visit or annually) and has a section for scoring the patient’s 
response. A positive screen on an item is allocated a score of one (1) hence higher scores signal 
more health-related social determinants. The tool also includes a section to record the referral 
plan. (55) 
The authors reported that some domains were derived from 2014 Institute of Medicine 
recommendations for measures that should be incorporated into electronic health records. 
Training materials were not available on the website. No information was provided about 
validation of the tool or how it performs in clinical practice. 
D5: Happy To Ask, Happy To Tell 
‘Happy To Ask, Happy to Tell’ is a toolkit that was developed by the NHS Health Scotland 
and the Information Services Division of NHS National Services Scotland to support equity and 
diversity monitoring in health care settings. (56) The resource includes a standardized 
sociodemographic questionnaire, trainer and trainee manuals and DVDs. No single mode of 
collection (self or interviewer administered) is privileged by the toolkit. Although there were 
plans for a formal evaluation of the toolkit, it is uncertain whether it was implemented. 
Consequently, information is limited about the process for development of the questionnaire or 
experience with the toolkit (e.g. acceptability, effect on patient car experience or other health 
outcomes).  
The questionnaire includes recommended items about disability, gender, sexual orientation, 
race/ethnic group and religion. Questions are closed ended with multiple choice options. 
Provisions are made to record ‘other’ responses not included among the listed options. The 
majority of questions require the respondent to select only one choice. There are response options 
for ‘prefer not to answer’ or ‘do not know’.  
The training manual introduces each domain with a definition. This is followed by the 
screening question and ‘points to consider’ around asking the question. The rationale is presented 
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with reference to key legal regulations and laws that support data collection. The trainee is also 
encouraged to reflect on how they would feel about sharing their information and how they 
would like to be treated. There are sample scripts for asking the questions and for inclusion in 
patient information materials. 
There is also a trainer’s manual that describes the rationale for equality and diversity 
monitoring, intended training audiences and provides a suggested sequence of activities. The 
resource is a step by step guide for the training that demonstrates how to use the supplementary 
materials such as the DVD. An evaluation form is also provided at the end to assess whether the 
learning objectives have been achieved. 
D6: Do Ask, Do Tell 
 A growing body of research has reported health disparities among LGBT persons. The 
reasons for disparities are multiple. One of the reasons may be discriminatory treatment that 
LGBT persons receive in health care settings. As a result of prejudicial attitudes, many LGBT 
persons either avoid visiting health care facilities or receive substandard care from culturally 
incompetent providers. While training is needed for providers to improve interactions with LGBT 
persons, the collection of data about sexual orientation and gender identity (SOGI) will create the 
opportunity for meaningful discussions and provision of more appropriate care. 
 In 2013, the Fenway Institute and the Centre for American Progress conducted a study to 
assess the feasibility and acceptability of asking standardized SOGI questions at four community 
health centres in Chicago, Boston, Baltimore and South Carolina. (57) All four centres served 
ethnically diverse populations. The study enrolled persons who were transgender, lesbian, gay, 
bisexual and heterosexual to gather information. The questions were pre-tested with staff from 
the two institutions who conducted the survey. Amendments were made based on suggestions 
received. The survey was administered by a dedicated staff member in three of the four sites. All 
potential study participants were approached in the waiting room, asked if they were interested in 
completing a questionnaire and provided with an information sheet. If the person agreed to 
participate, they completed the questionnaire and received a $10 gift card. When the participant 
was unable to complete the questionnaire before being seen, they continued after they were 
finished. 
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 The SOGI questions comprised of a single item related to sexual orientation that had 
previously been tested by the Fenway Institute and incorporated into their electronic record. 
Gender identity was assessed with a two-step question that enquired about current gender identity 
and sex assigned at birth. (57) The questionnaire also included clarifying questions about ease 
with which questions were understood and whether the response choices allowed them to 
accurately document their sexual orientation and gender identity. Participant perception of the 
importance of sharing this information with their provider and willingness to answer the 
questions on a registration form were also explored.  
 Just over half (51%) of study participants self-identified as heterosexual while 25% were 
lesbian or gay. (57) Ten percent of participants reported their sexual orientation as ‘something 
else’ and 7% as bisexual. Missing responses occurred for only 1% of participants. There was 
variation across sites. The study population was diverse with 41% self-identifying as 
Black/African/American, 44% Caucasian, 5% multiracial and 2% Native American. Seven 
percent of participants were 65 years or older.(57) 
 The majority of participants supported the collection of SOGI data. Seventy four percent 
agreed that it was important to ask about sexual orientation on registration forms.(57) There was 
no difference in perceived importance by ethnicity, gender, age or site. However participants who 
self-identified as lesbian, gay or homosexual were more likely to perceive that asking about 
sexual orientation was important. (57) 
A slightly higher percentage (82%) of participants thought that it was important to ask 
about gender identity. (57) There was no difference by ethnicity, sexual orientation or site 
however older persons were less likely to think that it was important to ask about gender. 
Most participants agreed that “the question was easy for me to answer” and “I would 
answer this question on a registration form at this centre”. In addition, the majority of participants 
felt that the questions accurately reflected their sexual orientation and gender identity. Missing 
responses were noted for 1% – 3% of questions. 
This study provided support for policy makers to introduce standardized SOGI data 
collection in electronic health records. The results suggested that it is feasible and acceptable to 
include questions across diverse populations. Despite overwhelming support for SOGI data 
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collection, participants expressed concerns about privacy, whether the questions should be asked 
at registration and the need for training staff to understand why the data is being collected and 
how it can be used to provide more affirming care for LGBT.  The study protocol used research 
assistants for survey administration at the majority of sites. This is a departure from the 
circumstances that are likely to occur in clinical settings. It might be useful to test the questions 
under conditions that are more similar to practice. It is difficult to predict whether participant 
behaviour would be as reported with normal clinic procedures.  
D7: Health Leads 
 Health Leads is a nonprofit organization that facilitates placement of volunteers 
(undergraduate students) at help desks in urban medical homes across the United States. (59) 
Parents complete a brief survey about social needs prior to the child health visit and this is shared 
with providers who then make referrals to the helpdesk where families are linked to appropriate 
services. Feedback is also given to providers about the progress made. 
Two descriptive studies (60,234) explored the benefits of the Health Leads model in 
mobilization of support for families. The results indicated that the model successful linked 
families to community based resources. In the earlier evaluation, 64% of patients who used the 
service contacted at least one of the community resources and 32% enrolled in at least one 
community program. The majority (90%) of patients who enrolled in a community program 
reported being satisfied with the community resource. The second study also found that 50% of 
persons who accessed the desk had enrolled in at least one community based resource within six 
months. 
A recent study (58) extended the process results and demonstrated the effects of the model 
on clinical outcomes among adults with chronic diseases. This study was conducted in three 
primary internal medicine practices in Boston and employed a pre-post intervention design.(58) 
Patients who were screened positive and referred to Health Leads were compared with those who 
had screened negative.  There was also a subgroup analysis with comparison of those who 
screened positive and were referred but declined assistance with those who accepted. (58) Among 
those who screened positive, 57.6% accepted referral to Health Leads program and most common 
needs included medication affordability, utilities and food. 
There was a significant differential change in systolic blood pressure that favoured the 
Health Leads group in adjusted analyses (−1.6mmHg; 95% CI, −2.5 to −0.6 mm Hg; differential 
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change in DBP −1.1 mm Hg; 95% CI −1.6 to −0.6 mm Hg). (58) With regard to LDL-C, in 
adjusted analyses, there was also a significant change in difference of differences results that 
favoured the Health Leads group. (58) In contrast, no differential improvement was noted among 
those with diabetes (0.03%; 95% CI, −0.12 to 0.17) (58). In secondary analyses, enrollment in 
Health Leads program was also associated with reduction in systolic and diastolic blood pressure 
and LDL cholesterol compared to only screening positive. (58) While the investigators were 
uncertain why benefits did not extend to diabetes, they speculated that it may have been related to 
dietary supports that is also required in self-management of chronic diseases. Although the 
authors tried to adjust for multiple confounding factors, it is still possible that other factors 
contributed to the improvements that were observed. The small reductions in blood pressure may 
also not be clinically relevant at the individual level although meaningful at the population level. 
It would be helpful to explore effects of the Health Leads Model with randomized controlled 
trials and consider measurement of other types of outcomes such as quality of life. 
D8: CLEAR Toolkit 
The CLEAR Toolkit (49) is a clinical decision aid that assists health care providers to 
engage their patients/clients about social determinants of health. The toolkit was developed for 
use in middle and low income countries but is being piloted in specific populations in high 
income countries such as Canada. The toolkit has been translated in 10 languages that makes it 
widely applicable. A training manual outlines the steps for local adaptation and implementation. 
The toolkit outlines for a four step process that includes treating acute medical problems, 
asking about underlying social problems and refer to appropriate services. (235) Advocacy is the 
final step in the process and encourages frontline workers to become part of a larger process of 
community change. The kit provides suggestions for asking about nine social needs including 
employment, childcare, nutrition, education, housing, domestic violence and child maltreatment. 
Examples of potential referrals are also provided to illustrate the principles espoused by the 
toolkit. 
 Naz et al. (61) assessed the feasibility of implementing the toolkit in a large university 
teaching centre in Montreal that serves an inner city neighbourhood. A multimethod study was 
devised that drew on online surveys, in-depth interviews and focus group discussions with health 
care workers and key informant interviews with senior administrators. Survey participants were 
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already engaged in caring for vulnerable patients and felt that it was part of their role to address 
social determinants of health. (61) The study found that health care workers who had specific 
ways of asking about social needs reported being able to help their patients compared to those 
without specific approaches (93.8% vs 52.9%, p=0.003).(61) The main barriers to address 
patient’s health related social needs include time constraints, uncertainty about whether it was 
part of their mandate, lack of training and role models. (61) Participants expressed interest in the 
toolkit although they thought that it needed to be more concise and provide specific referral 
resources mapped to each social issue. 
 The authors were encouraged by the interest and willingness to use the toolkit however 
barriers encountered need to be addressed. This study provided information related to feasibility 
but more research is needed to establish whether providers use the toolkit and if patients who 
have the appropriate social interventions experience improved health outcomes. 
Paediatric Clinical Tools 
The importance of screening for social determinants in families with children has long been 
recognized. A small but growing body of research continues to demonstrate the impact of 
screening for multiple psychosocial issues at pediatric visits.  The following sections describe the 
tools that were identified and any evidence of impact on patient health outcomes. 
D9: We Care (Well-Child Care Visit, Evaluation, Community Resources, Advocacy 
Referral) 
The WE CARE project developed a screening tool based on the Pediatrics Bright Futures 
pediatric intake form that screened for ten family psychosocial needs (lack of high school 
education, unemployment, smoking, drug abuse, substance abuse, alcohol abuse, depression, 
intimate partner violence, child care need and homelessness) for which there were community 
resources. (63) Parents in the intervention group completed the tool while waiting to see their 
provider.  The tool also allowed for an indication of the client’s motivation for addressing a 
particular factor. Providers also had access to a family resource book containing information 
sheets listing available community resources for each of the psychosocial factors.  
The intervention was delivered by pediatric resident physicians who received a 20 minute 
teaching session prior to study implementation. (63) The session provided an introduction to the 
intervention materials. Residents were expected to review the survey responses with the client 
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during the consultation and make a referral if the client indicated that they needed assistance with 
any particular problem. A 10 minute refresher session was held with residents 1 month after the 
project was implemented. 
The family resource book was also made available to residents in the control group 
however they were introduced to the resource by reading a standardized one paragraph script. 
(63) Prior to the study, a one page information sheet with resources was already available to 
providers. Consequently it was determined that the resource should be made available in order to 
be consistent with existing standard of care. 
The majority of parents who participated were mothers, black and unemployed. (63) The 
majority of the index children were under 2 years old and insured by Medicaid. The researchers 
found that parents in the intervention group had fewer unmet needs to discuss psychosocial 
issues. A greater percentage (51%) had received at least one referral most often for employment 
services compared to parents in control group (12%).(63) In the post study survey among 
residents, the majority indicated that they felt comfortable being handed the WE CARE survey by 
patients. The impact on the duration of the visit was minimal as the majority (90.9%) reported 
that the survey added less than 5 minutes to the visit. 
The WE CARE approach to screening and referral was also evaluated in a cluster 
randomized controlled trial of 8 urban community centres in Boston Massachusetts. (64) Mothers 
of healthy infants were recruited to participate. In the WE CARE arm, mothers were screened for 
needs pertaining to employment, child care, education, food security, housing and household 
heat. Providers made referrals to address the unmet health related social needs. Assistance was 
also provided to complete the necessary application forms for the referral agencies. Participants 
in the control group received usual care. Higher rates of referral occurred at the index visit among 
the WE CARE participants compared to control participants (70% vs 8%). At the 12 month 
follow up, there was higher engagement with community resources among the WE CARE group. 
Participants in the WE CARE arm had greater odds of being employed (aOR = 44.4; 95% CI, 
9.8–201.4). Children of WE CARE participants had greater odds of being in child care (aOR = 
6.3; 95% CI, 1.5–26.0). WE CARE families had greater odds of receiving fuel assistance (aOR = 
11.9; 95% CI, 1.7–82.9) and lower odds of being in a homeless shelter (aOR = 0.2; 95% CI, 0.1–
0.9).  
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Although it is possible that other programs also contributed to the improved engagement 
with community agencies, there was no reason to believe that the effects would have been 
differential among the groups. Participants’ contact and enrollment at community agencies was 
assessed by self-reports which may have been biased. Study investigators did verify contact with 
agencies by a small percentage of participants and found high reliability. The study results are 
promising and suggested that screening and referral for unmet needs in families can increase 
access to needed supports. 
D10: HELPSTEPS/The Online Advocate 
HelpSteps is a web-based tool that was conceived by Dr. Eric Fleegler in 2004. The tool is 
maintained by the Online Advocate team at the Boston Children’s Hospital. (65) It was designed 
to screen individuals and families for health-related social problems, identify areas where 
assistance is needed or desired and provide targeted referral to nearby health and social service 
agencies. It can be used in various settings including primary care, specialty clinics, emergency 
rooms, social services offices and schools. The web-based platform allows service organizations 
to expand screening and take advantage of waiting room time. It can also be used as a research 
and tracking tool to assess social needs of the community. This latter function is made available 
through fee for service to interested organizations. 
The tool originally assessed five domains but has been expanded to include new domains. 
Versions are available for screening adults and adolescents. The questionnaire can also be 
modified to accommodate the needs of specific populations. Several question formats are used in 
the questionnaire including drop down menus, Likert scales, multiple choice, yes/no, number and 
text entry. A bar at the bottom indicates the percentage of survey completed and tracks the 
progress of the user. The tool utilizes a pre-programmed logic to determine skip patterns based on 
previous responses of the user. 
Original Domains New Domains 
1. Access to health care (medical, dental, insurance, 
prescriptions) 
1. Safety equipment use (car seats, helmets, smoke 
alarms) 
2. Housing (availability, utilities, structural 
problems) 
2. Substance use/abuse (tobacco, alcohol, drugs) 
3. Food security 3. Exercise/Nutrition 
4. Income security (job, income, education) 4. Education/After-schools programs 
5. Violence (intimate partner and violence risk 
factors) 
5. Sexual activity/Birth control/Sexually transmitted 
infections testing 
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The tool prompts the individual to enter their address and follows with a series of questions 
to determine an individual’s need and eligibility for services. The responses generate two unique 
lists that indicate the social domains where the individual is doing well and where services are 
need. The list of recommended domains makes provisions for the user to select those areas they 
would like to explore with a referral. Once the selections have been made, the agency selection 
page appears. The program presents a list of agencies that are most likely to be beneficial to the 
user. The formula selects agencies based on the number of relevant services provided and the 
distance of the agency from the user’s address. When the user clicks on the name of an agency, 
its location is displayed on a map as well as a detailed description. The services offered by the 
agency that address the needs identified by the user are also highlighted. Finally the tool allows 
the user to print the list of agencies as a PDF document.  
Fleegler et al. demonstrated the feasibility of the computer based screening tool in a high 
need urban pediatric outpatient setting. (65) Eighty two percent of families had at least one health 
related social need although only one third had been asked about social needs in the past 12 
months. (65) The majority (92%) of participants who completed the tool found that screening 
was acceptable. Among those referred, 63% contacted the agency. Of those who contacted an 
agency, 82% found it beneficial.(65) This study provided early evidence that screening for social 
needs could increase uptake of referrals to community agencies. 
A recent study examined whether the adolescent version of the web based tool would 
connect youth to services to address specific problems. (66)  Potential participants received 
information about the study from a resource specialist and those who consented completed the 
questionnaire using a laptop that was provided. Participants met briefly with the resource 
specialist to review referrals and received a print out of the selected agencies. Seventy-six percent 
of participants had at least one health-related problem.(66) Eighty three percent of participants 
were reached at follow up, 40% of them had contacted an agency and 50% of those who 
contacted an agency had resolved their priority issue.(66) It was also observed that 45% who had 
not contacted a selected agency reported resolution of their problem through other resources. 
There was a mismatch between problems identified by the tool and those selected by the 
participant to be addressed. Participants were more likely to accept referrals for system identified 
needs related to income and education compared to other domains. The authors suggested that 
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there may be value in bypassing screening and allowing individuals to select resources directly. 
This is also supported by the fact that a large percentage of those who did not contact a selected 
agency reported that the process ‘helped them to figure out how to help themselves’. 
Another study has been registered that explores the utility of an adapted version of the 
Online Advocate to resolve health related social problems in families with children.  The results 
have not been published to date.  
Other Tools 
D11: iSCREEN 
Gottlieb and colleagues (67) conducted a randomized controlled trial that compared face to 
face interviewer and computer-based administration of a social risk assessment tool to adult care 
givers of children who sought services at a large urban children’s hospital. Similar to the earlier 
study, a large proportion (66%) of participants was below the federal poverty level. The computer 
based group was more likely to disclose their annual household income although no differences 
were found in the other 18 items that were evaluated. While the study offered valuable 
information about the best ways to collect potentially stigmatizing information in low income 
families, it did not assess the impact of the application of the information on clinical 
management. 
Another recent study (68) was conducted to assess the effectiveness of a navigation 
intervention on care-giver reported child health status. Parents and care givers of children 
attending 2 safety net hospitals in California were recruited. All participants were screened for 
social needs related to housing stability and habitability, food and income security, child care and 
transportation needs, employment, legal concerns, medical insurance and other public benefits 
enrollment, and concerns about any adult household member’s mental health. Participants were 
randomly allocated to receive in person-navigation for unmet social needs or written information 
about community resources. 
At baseline, caregivers in the navigation arm had more social needs than in the control 
group but there were no significant differences in rates of follow up. At four month follow up, 
there was a statistically significant difference in mean number of social needs between groups 
(0.61 standard error 0.18, p<0.001).(68) There was also a significant difference between groups 
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in mean child global health score (-0.24 standard error 0.07, p<0.001). A subgroup analysis 
confirmed that improvements were not attributable to referral to social worker. 
Navigators were trained volunteers and reduced costs associated with the intervention. 
Scale up and sustainability would be dependent on availability of volunteers. Navigators had 
fewer than 2 contacts with each patient but still had positive effects. The authors suggested that 
dose response effects should be investigated. The study contributes to the body of research by 
demonstrating an effect of social intervention on health outcomes.  
Medical-Legal Partnerships 
Increasing advocacy from the legal fraternity and public health agencies (mostly in the 
United States) has promulgated patient screening for material hardships and their legal 
underpinnings. (236) Medical-legal partnerships (MLP) (237) are a health care delivery model 
that serves to improve health and well-being by addressing unmet legal needs that impede health.  
A number of observational studies suggest that MLP assist families to access necessary food and 
income supports and decrease avoidance of health care due to lack of insurance or concerns about 
cost. (238,239) A few studies have also tried to estimate benefits of MLP services in families 
with children who have specific disorders such as asthma and sickle cell disease. (240,241)   
A study by Klein and colleagues explored the establishment of a medical legal partnership 
coupled with an educational intervention with providers. (233) The study found that pediatric 
residents improved their self-assessed screening competence, parental perception of screening as 
well as referrals to the medical legal partnership and formula distribution programs. While the 
study’s context exemplifies a well-resourced setting with physician providers who were 
previously sensitized through advocacy training related to social determinants and community 
resources, it also suggests that both screening and individual level intervention on social 
determinants can change provider practices. Patient health outcomes were not assessed in the 
study. 
D12: Medical Legal Advocacy Questionnaire (MASQ) 
The Medical Legal Advocacy Questionnaire was developed by Family Advocates of 
Central Massachusetts (FACM) to screen families with social needs that were amenable to legal 
intervention. (69) The FACM was a medical legal partnership between the Department of 
Pediatrics at the University of Massachusetts Medical School and Legal Assistance Corporation 
of Central Massachusetts. The questionnaire contained 10 items that covered 4 domains (housing, 
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financial stability, dignity and safety and access to services). The response options employed a 4 
point Likert scale (no, not really, sort of, yes). (69) The questions were pretested for clarity and 
comprehension. The questionnaire was available in both English and Spanish. 
The questionnaire was implemented across five partner sites of FACM. (69) A researcher 
approached parents of children in the waiting area and requested their participation in the study. 
Participants completed the MASQ and another questionnaire that included information about the 
parent and child’s age, race and ethnicity, family size and family income. The provider’s 
impression of whether or not a family needed to be referred for legal consultation was 
documented. The results of the MASQ were discussed with study participants who then decided 
whether they would like to be referred to FACM. 
Scores were assigned to the responses in the MASQ.(69) A score of 1 was given for 
positive response (potential legal issue) and zero for a negative response. The MASQ score was 
the sum for responses to all ten questions. The study assessed the sensitivity, specificity, positive 
predictive value of the MASQ compared to clinical judgement in predicting families who would 
accept a referral to legal provider.(69) 
There were high response rates with 95.5% (n=255) of parents who were approached 
participating in the study. (69) The average family size was 4.1 and 48% of participants reported 
an annual family income of less than $30,000 per year. Twenty five percent of participants 
declined to complete questions about their race and ethnicity. A total of 37 participants accepted 
a referral to FACM. The sensitivity and specificity of the MASQ was assessed at different cut off 
scores. A cut off ≥ 2 had a sensitivity and specificity of 0.81 and 0.75 respectively. Clinical 
judgment had a sensitivity of 0.65 and specificity of 0.95. (69)The MASQ was more sensitive, 
less specific and had a lower PPV than clinical judgement. This might be explained by the fact 
that not all identified needs result in a legal referral.  Further, some of the needs identified (e.g. 
immigration, domestic violence) often will never be discussed outside of the family. Although 
the low specificity of MASQ may overestimate the need for legal services in high risk families, 
the study suggested that formal screening may be useful. Without a gold standard to identify the 
presence of unmet legal needs, it is possible that some needs were undetected. More work is also 
needed to identify families that are ready to accept referral. 
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D13: Single–item hunger screen 
 Kleinman et al. assessed the sensitivity, specificity and accuracy of a single item question 
to screen for hunger in a single primary care setting. (70) Parents attending a pediatric primary 
care clinic were invited by the receptionist to complete the simple screening tool when they 
arrived for their appointment. A subset of 122 families were also interviewed about hunger and 
participation in food assistance programs.(70) The accuracy of the screening question was 
assessed against the 18 item USDA HFSS (Household Food Security Scale) that is considered the 
gold standard for classification of food insecurity with and without hunger. Eleven percent of the 
1705 participants screened positive for hunger. The single question had a sensitivity of 83% and 
specificity of 80% compared to the HFSS.(70) Participants were re-screened six months later and 
77% of participants provided the same answer (kappa 0.54). Participants who were classified as 
hungry based on the screening question as well as the HFSS were more likely to use food 
assistance programs than persons who were not hungry. However, there was underutilization of 
programs. 
The study was conducted in a single centre among a predominantly Hispanic, low income 
population. (70) This may affect the generalizability of the findings. Less than half of the 
potential participants were screened and fewer persons than anticipated consented to be 
interviewed. This also increases the propensity for differences in characteristics between the 
sample and the general clinic population. The sensitivity and specificity of the question should 
not be affected by characteristics of the sample. The concordance of findings with the HFSS 
shows promise of this single question as a screening tool for hunger.  
D14: Two item screen for food insecurity 
Hager and colleagues (71) developed and validated a two–item screen for food security 
among  at risk families with young children.  The questions were identified from the full 18-item 
HFSS and maximized sensitivity, specificity and convergent validity with demographic and 
health related factors. The sample included low income families from 7 cities in the USA.  
The majority (90.1%) of eligible participants agreed to be interviewed. About 60% of 
participants were caregivers of a child under the age of 12 months.(71)  A higher percentage of 
children were breastfed among food insecure families compared to food secure families.  Among 
food insecure families, a higher proportion identified as Hispanic compared to other ethnic 
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groups.(71) There were differences between caregivers based on food security status with regard 
to caregiver and child self-reported health outcomes. Children in food insecure households were 
more likely to have been hospitalized during their lifetime compared to food secure households. 
The sensitivity and specificity of either question 1 and or 2 of the HFSS was 97% and 83% 
respectively.(71) When analyses were restricted to those who were food secure based on the full 
18-item HFSS screen, attenuated associations with caregiver and child health outcomes were 
found  based on FI status classified by the 2-item screen.(71) There was no association between 
child anthropometry and food security status suggesting that risk may be present prior to any 
changes in nutritional status. The 2-item screen was brief and had good properties that would be 
feasible in clinical settings. 
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APPENDIX E 
 
TARGETED APPROACHES TO ADDRESS SOCIAL DETERMINANTS OF HEALTH  
IN CLINICAL SETTINGS 
 
The following sections present a synopsis of interventions for selected social determinants 
considered in this study. All social characteristics assessed by the screening tool were not 
represented because of considerable overlap between identities and needs. The interventions 
described are by no means exhaustive but reflect contemporary scholarship in this area. The focus 
was on interventions delivered in health care settings. Although primary interest also revolved 
around identifying studies that reported an effect on health outcomes, in many studies only 
intermediate outcomes were measured. This section informed the identification of potential 
interventions that could be considered in the local context. The results are summarized in Table 
E-1.  
In general within the literature, it is difficult to distinguish clinical interventions from 
related concepts such as patient centred care. Common themes within the literature include 
disease specific interventions (e.g. diabetes, cardiovascular diseases, HIV), cross cutting 
interventions such as cultural competency training (e.g. provider education) and culturally 
tailored approaches.  However, there is no single typology for classification of interventions to 
address health disparities.  
There are areas of overlap between determinants, for example provision of information in 
multiple languages or use of language concordant providers as part of cultural competency 
interventions that also consider unique beliefs and values of a particular group. The multiple 
intersecting identities of individuals also present a challenge for partitioning of interventions 
across single characteristics. For example, it is not uncommon for clustering of social 
disadvantage to occur such that racial/ethnic minorities may also be gender and sexual minorities 
who are living in poverty. While the ultimate goal is to identify interventions that are effective in 
reduction of health disparities, studies have seldom been designed to address questions about 
effectiveness of interventions. This would require comparisons between minority and majority 
groups to produce this direct evidence. 
The literature is patchy with great heterogeneity across interventions, study designs and 
participant characteristics. Lack of uniformity in how intervention components and concepts are 
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operationalized also makes comparability difficult across studies. Cultural competency occupies 
an important focus among interventions to address disparities among racial/ethnic minorities, 
gender and sexual minorities and persons with disabilities. Among these three groups, most of the 
studies pertained to interventions targeted to racial/ethnic minorities. A recent systematic review 
(242) commissioned by the Agency for Healthcare Research and Quality (AHRQ) was a good 
resource for literature in this area despite its search for interventions that would be applicable to 
US settings. This occupied a substantial emphasis in discussions about these groups and 
commanded a sizeable focus in the review. 
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Table E-1: Summary of targeted interventions to address health disparities 
Social risks Intervention (s) Author(s) Participants Design Main Findings 
Language  
barriers 
Interpreters 
(Medical, Ad 
hoc)  
Language 
concordant 
providers 
Flores et al., 
2005 (243) 
Limited English 
Proficiency (LEP) mostly 
Spanish speaking in 
outpatient settings in 
USA. 
Systematic 
review (36 
studies) 
Professional interpreters or 
bilingual health staff improve 
quality of care for LEP 
patients.  
 
LEP patients with interpreters 
report high satisfaction with 
care and experience similar 
clinical outcomes for diabetes 
and hypertension as English 
proficient patients.  
 
Improved uptake of 
preventive screening services. 
Karliner et al., 
2007 (244) 
LEP mostly in outpatient 
and ED settings in USA. 
(Switzerland, Australia, 
South Africa, Saudi 
Arabia) 
Systematic 
review (28 
studies) 
Professional interpreters were 
better than ad hoc 
interpreters. 
 
Use of professional 
interpreters decreased 
communication errors, 
improved comprehension, 
reduced utilization disparities, 
improved clinical outcomes 
and satisfaction among LEP 
patients. 
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Social risks Intervention (s) Author(s) Participants Design Main Findings 
Race/ethnicity Provider cultural 
competency 
training 
Horvat et al., 
2014 (245) 
 
Truong et al., 
2014 (246) 
Students (nursing) 
Health care professionals  
(Mental health, primary 
care)  
Systematic 
reviews  
(24 studies mostly 
from US) 
Mixed effects on intermediate 
outcomes and no effects on 
patient health outcomes. 
 
Positive effects on provider 
knowledge/attitudes in 
observational studies but not 
RCTs. 
Interventions to 
improve patient 
provider 
interaction 
Butler et al., 
2016 (242) 
African Americans  
Latino Americans (mental 
health and primary care) 
 
 
 
 
Systematic 
review  
(6 studies in 
USA) 
Increased patient activation 
and self-management, 
satisfaction and receipt of 
colorectal screening in some 
studies. 
 
Mixed effects on retention in 
care, patient engagement and 
empowerment.  
 
Cultural tailoring 
of clinical 
treatment 
Butler et al., 
2016 (242) 
Various (including 
African, Latino, Korean, 
American Native, East 
Asian Americans) 
 
Systematic 
review 
(12 studies in 
USA) 
Positive effects of cultural 
tailored approaches on 
multiple health outcomes. 
 
Few interventions equally 
effective but demonstrate 
additional benefits in some 
outcomes. 
 
Few long term studies show 
mixed effects. 
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Social risks Intervention (s) Author(s) Participants Design Main Findings 
Sexual 
orientation 
Provider 
education/training 
Butler et al., 
2016 (242) 
 
Medical students,  
Medical residents 
 
 
Systematic 
review (3 studies) 
 
Few education interventions 
resulted in positive changes in 
providers’ knowledge and 
attitudes but sustained gains 
and impact on patient care 
experience and satisfaction 
are unknown. 
Foster interaction 
between patient 
and 
provider/health 
care system 
Butler et al., 
2016 (242) 
Adult men who have sex 
with men (MSM) 
Adult lesbian and bisexual 
women 
2 Randomized 
controlled trials 
(Peru and USA) 
Differential effects of 
intervention among 
subgroups. Screening 
intervention was more 
effective among women who 
were more ‘out’.  
 
Among non-gay identified 
MSM, the video was more 
effective than text in 
increasing intention to test for 
HIV. 
Interventions 
involving 
providers in 
behavior risk 
reduction 
Butler et al., 
2016 (242) 
MSM 
Women who have sex 
with women (WSW) 
2 cohort studies 
and 2 RCTs 
Most interventions showed 
change in risk behaviors. 
In one study effects were not 
sustained in longer term. 
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Social risks Intervention (s) Author(s) Participants Design Main Findings 
Disability 
 
 
 
 
 
 
 
 
 
 
 
Provider 
educational 
interventions 
Butler et al., 
2016 (242) 
Various (students 
including medical, 
nursing, pharmacy and 
physical therapy) 
-Primary care nurses 
-Mental health providers 
Systematic 
review (16 studies 
in US, Canada, 
UK, Australia, 
Spain) 
Mixed effects on participants’ 
attitudes/reduction of stigma, 
knowledge, treatment 
confidence and intended 
social proximity. 
Interventions to 
improve 
interaction 
between patient 
and 
provider/health 
care system 
Butler et al., 
2016 (242) 
Women with mobility 
impairment, adults with 
intellectual disabilities 
(ID), students with 
attention deficit 
hyperactivity disorder 
(ADHD) 
Systematic 
review (5 studies) 
in US, UK, 
Netherlands, 
Australia) 
Mixed effects with one 
comprehensive health 
assessment program showing 
improved health promotion 
and disease outcomes among 
people with ID. 
No effects on level of 
cooperation in dental visits or 
verbal/written communication 
between physicians and 
teachers. 
Interventions to 
increase virtual 
access to care 
among persons 
with selected 
disabilities 
Butler et al., 
2016 (242) 
People with multiple 
sclerosis 
People with rheumatoid 
arthritis 
People with PTSD 
Systematic 
review (4 RCTs) 
Heterogeneous interventions 
showed some improvement in 
PTSD symptoms and fatigue 
impact but no change in 
depression severity/remission 
rate. 
Three studies showed 
sustained effects at 6-18 
months but no difference in 
physical health domain. 
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Social risks Intervention (s) Author(s) Participants Design Main Findings 
Education Specific design 
features (e.g. 
alternative 
document design, 
numerical 
presentation, 
media, 
readability) 
Berkman et 
al., 2011 (247) 
Various (Medicaid 
recipients, parents of 
children in Head Start 
programs, adults from 
primary care practices, 
adult men  attending 
hospital) 
20 studies (17 
RCTs, 3 quasi-
experimental 
studies) 
 
Mixed results with few 
studies reporting 
improvements in 
comprehension for low 
literacy groups with specific 
features (e.g. limiting 
essential information, 
multimedia) 
Physician 
notification of 
health literacy 
status 
Low literacy adults (74% 
low functional literacy) 
1 cluster RCT No improvement in self-
efficacy or glycosylated 
hemoglobin  
Mixed strategies Patients with asthma, 
congestive heart failure, 
diabetes, depression) 
21 studies Adherence and self-
management intervention 
reduced hospitalizations and 
ED visits. 
 
Few studies assessed 
preventive health screening 
but not all stratified by health 
literacy levels. 
Mixed results related to 
knowledge, self-efficacy and 
skill. 
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Social risks Intervention (s) Author(s) Participants Design Main Findings 
Housing 
security 
Hospital 
admission and 
discharge 
protocols 
Aspinall et al., 
2014 (248) 
 
Coleman 2013 
(249) 
 
 
Homeless  adults (various 
criteria including mental 
illness) 
Aging adults who were 
unable to return to housing 
after discharge 
Review – 10 
models (3 from 
US, 7 from UK) 
Studies reported cost savings 
as a result of safe discharge, 
decreased hospital re-
admissions and mixed effects 
on length of stay. 
 
There was also increased 
networking and care 
coordination. 
 
Increased knowledge and 
awareness among hospital 
staff about effects of 
homelessness. 
Integrated health 
services (Pathway 
Model) 
Hewitt et al., 
2016 (250) 
Adults hospitalized who 
were previously homeless 
Randomized 
controlled trial 
(Two centres in 
UK) 
No significant difference in 
duration of stay or 
readmissions to hospital 
between groups. 
 
Significant improvement in 
accommodation and quality 
of life after discharge among 
participants who received 
enhanced care compared to 
standard care. 
Intermediate or 
medical respite 
care 
Doran et al., 
2013 (251) 
Homeless adults with 
medical illness (various 
criteria) 
Mostly men in mid 40s 
Majority with mental 
health and substance abuse 
disorders 
Systematic 
review (13 studies 
mostly in USA) 
Medical respite programs 
reduced future hospital 
admissions, inpatient days 
and hospital readmissions. 
Improved housing status 
Mixed results for costs and 
emergency department use. 
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Social risks Intervention (s) Author(s) Participants Design Main Findings 
 Outreach services Reilly et al., 
2004 (252) 
All homeless persons 
registering at one GP 
practice 
Pre-post design 
(UK) 
When peer advocates 
interacted with participants 
prior to registration, there was 
a change in health care 
seeking behavior. 
 
Food security Screening for 
food insecurity 
and referral to 
community 
resources 
Smith et al., 
2017 (253) 
Participants were 
uninsured and not eligible 
for other safety net 
programs 
Cross sectional 
study 
High uptake of screening 
among target population 
(92.5%). 
 
High rates of food insecurity. 
201 diabetics received food 
boxes, 66 accessed 
community resources and 64 
received benefits through 
SNAP. 
Pilot food bank 
intervention using 
community 
pantries 
Seligman et 
al., 2015 (254) 
Persons with diabetes Pre-post design Participants improved 
glycemic control, dietary 
intake of fruits and 
vegetables, self-efficacy and 
medication adherence 
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Social risks Intervention (s) Author(s) Participants Design Main Findings 
Poverty  
(Low income) 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Welfare Advice 
Services 
Wiggan et al., 
2006 (255) 
Elderly persons 
Persons with disabilities 
Families with small 
children 
Systematic 
review 
(observational 
studies from UK) 
 
Improved benefits uptake and 
financial gain for recipients 
Improved psychosocial and 
mental health 
Few studies report improved 
physical health. 
Adams et al., 
2006 (256) 
Various (all patients, 
subgroups defined by age, 
specific medical condition, 
persons who needed 
specific benefits such as 
disability living allowance 
and attendance allowance) 
Systematic 
review (55 studies 
majority from 
UK, only 7 
included 
comparison 
group) 
Welfare rights advice services 
delivered in health care 
settings increased financial 
benefits however little 
evidence of health benefits. 
Mackintosh et 
al., 2006 (257) 
Random sample of 
patients ≥60 years from 4 
practices 
Randomized 
controlled trial 
(UK) 
58% of participants received a 
welfare benefit. 
No difference between groups 
in mean scores at 6 months 
(except financial 
vulnerability) 
 
Very little variation in scores 
at 6, 12 and 24 months except 
that in intervention group 
sleep quality and social 
interaction improved between 
6 and 12 months then 
declined between 12 and 24 
months. 
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Social risks Intervention (s) Author(s) Participants Design Main Findings 
Poverty (low 
income) 
Medication 
Access schemes 
White et al., 
2016 (258) 
Elderly ≥60 years who 
were socioeconomically 
disadvantaged 
RCT (England) No difference in CASP-19 
scores between intervention 
and control groups. 
Intervention participants 
reported receiving more 
homecare at 24 months. 
Qualitative data suggested 
improved QOL among those 
receiving benefits. 
Chisholm et 
al. 2007 (259) 
Strum et al., 
2005 (260) 
Trompeter et 
al., 2009 (261) 
Sauvageot et 
al., 2008 (262) 
Patients with diabetes, 
hypertension, 
dyslipidemia, renal 
transplant recipients 
Single group pre-
post design 
Two group 
comparison 
design 
Mixed effects on clinical 
outcomes (e.g. glycemic 
control, lipid levels and mean 
blood pressure) 
Felder et al., 
2011 (263) 
Various (persons with 
diabetes, hypertension, 
dyslipidemia, metabolic 
syndrome, heart disease, 
renal disease, transplant 
recipients) 
Review (33 
studies with 10 
exploring patient 
outcomes) All 
from outpatient 
settings in US) 
Positive effects on clinical 
indicators for diabetes, 
dyslipidemia and 
hypertension. 
Mixed perceptions of PAP 
noted in surveys. 
Economic evaluations showed 
that cancer drugs and 
immunosuppressants 
accounted for majority of cost 
savings. 
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Language. Language barriers impede effective communication with providers during 
health encounters and may result in dissatisfaction with care, medical errors and avoidable 
hospitalizations. (264,265) Two systematic reviews (243,244) have examined the evidence for 
effectiveness of interpreters in improving health outcomes of patients with limited English 
proficiency. Overall studies found a positive impact of use of professional interpreters on clinical 
care. The utilization studies in particular demonstrated that use of trained professional interpreters 
was associated with decreased disparities between patients with a language barrier as compared 
with patients receiving care from language concordant clinicians. A positive association was also 
found between use of interpreters and satisfaction. Five of six studies showed higher patient 
satisfaction with professional interpreters compared with ad hoc interpreters and one study 
reported higher satisfaction after clinician training in the use of professional interpreters. (244) 
There were many limitations among studies including small sample sizes, less rigorous 
designs (only 1 randomized controlled trial), infrequent use of comparison groups and control for 
confounding factors. The earlier review (243) noted that various types of interpreters were often 
combined however this was addressed by the latter review where effects of different types of 
interpreters were compared.  It was also noted that a standardized measure to assess need for an 
interpreter was not used. This likely resulted in variability of language proficiency among study 
participants and diluted the impact on outcomes. It was also difficult to determine whether all 
professional interpreters were trained. This is important because quality of training of 
professional interpreters affects competence. (266) More research is needed that assesses impact 
on health outcomes as well as cost effectiveness of provision of medical interpretation services. 
E1   Cultural competency training 
Race/ethnicity. Cultural competency training for health care providers was developed to 
increase knowledge, encourage positive attitudes and develop cultural skills as part of enhancing 
capacity for delivery of culturally competent care.  Two high quality systematic reviews 
(245,246)  that examined the effect of provider education/training interventions targeting 
improved care for racial/ethnic minorities found mixed effects on intermediate outcomes (e.g. 
health behaviors and patient evaluations of care) and no effects on patient health outcomes. 
Observational studies in the Truong review (246) consistently reported positive effects on 
providers’ knowledge and attitudes using self-reported measures. However, scant evidence from 
randomized controlled trials has not confirmed these findings.  
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Clifford et al. (231) reviewed cultural competence interventions to improve care among 
Indigenous peoples in Australia, New Zealand, Canada and USA. Most of the studies addressed 
provider education and training interventions and focused on the subpopulation of Native 
Americans. Few studies in the review reported significantly improved levels of provider 
knowledge although four of five studies found improved self-reported provider confidence for 
delivery of care.(231) Methodological limitations were common among identified studies and 
authors suggested that more work was needed to strengthen the evidence base. 
Sexual minorities. Similar to provider educational interventions for racial/ethnic 
disparities, the few studies (267–269) targeted at care for sexual minorities reported gains in 
provider knowledge and attitudes. However, one study (269) did not demonstrate any effect on 
medical students’ beliefs about the effect of social factors or the way they practiced. These 
observational studies (267–269) employed a pre-post design and were assessed as high risk for 
bias. 
Disabilities. The AHRQ review (242) also explored the evidence for effectiveness of 
provider educational interventions to improve care for persons with disabilities. The majority of 
interventions identified were related to provider training and attempted to reduce stigma and 
foster positive attitudes to persons living with mental illness. Most of the studies were designed 
for students rather than practising professionals. A common approach to interventions involved 
cultural encounters with an individual with a disability. Results were mixed with half of the 
studies reporting improved attitudes; a third found no significant change and two studies both 
positive and negatives effects.(242) Only half of studies that assessed providers’ knowledge 
found improvements and there were also mixed effects on treatment confidence and intended 
social proximity. Studies were generally not designed to measure patient outcomes and would 
require clinical application of students’ knowledge to demonstrate effects. Most studies also did 
not examine long term effects. This is important because cultural competence is not a single 
event but part of an ongoing process. (270) 
 While it is possible that cultural competency training has no effect as a solitary 
intervention, standardized approaches and objective measures of cultural competency would 
assist with comparability across interventions.  Patient perceptions of their provider post 
competency training should also be assessed. Given the risk of bias and paucity of studies related 
to some subgroups, authors suggest that more work is needed. The current evidence for 
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effectiveness of provider education/training is inadequate to determine its impact on health 
disparities. (242) 
E2    Patient-provider/health system interaction interventions 
Other broad types of interventions include approaches that seek to influence interactions 
between the patient and provider or health care system. (242) These types of interventions were 
identified by studies across all three minority populations. Diverse approaches were used 
including education for the patient to facilitate activation and collaborative decision making, 
encourage utilization of services such as preventive health screening and testing and prompt 
physician behavior at the point of care. There were also interventions that matched patients and 
providers in medical encounters or enhanced sense of common-in-group identity in racially 
discordant medical encounters.  
Marked heterogeneity across studies and interventions precluded direct comparisons. (242) 
Mixed effects were found across interventions related to uptake of preventive screening and HIV 
testing. Two interventions for racial/ethnic minorities with mental illness reported increased 
patient activation and self-management although mixed results were found for retention in care 
and patient empowerment. (242) Some subpopulations were not represented among the identified 
studies. This constrains extension of results to subgroups more frequently studied if appropriate 
given heterogeneity of interventions. 
E3   Cultural tailoring interventions  
Race/Ethnicity. Culturally tailored treatment approaches were also encountered especially 
among interventions targeted at racial/ethnic minorities. These interventions addressed clinical 
outcomes related to diabetes, mental health and substance abuse as well as smoking cessation and 
alcohol abuse. Most studies found positive effects with cultural tailoring compared to non-
tailored approaches (242). Two studies found improvements in both groups with one study 
showing additional benefit in mental health for the culturally tailored group at 24 months. A 
clinic-based mental health and substance abuse intervention tailored for gay and bisexual men 
also found a reduction in the number of unprotected receptive anal sex encounters among the 
tailored group although behavior effects were not sustained (271). 
E4   Other types of cultural competence interventions 
Sexual minorities. The AHRQ review also described a group of interventions targeted at 
LGBT populations that involved interaction with health providers for behavioral risk reduction. 
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(242) In these interventions, providers (in one study MSM peers) received training to enhance 
communication skills related to sexual risk assessment and behavior change. These studies 
reported positive changes in risk behaviors although these effects were not sustained in one study 
with longitudinal follow up of participants. Although promising, there is a need for more rigorous 
evaluation of interventions to confirm their effectiveness. 
Virtual access to care for persons with disabilities. Among persons living with 
disabilities, interventions designed to increase virtual access to care offer potential to reduce 
health disparities. (242) Four randomized controlled trials were identified among people living 
with multiple sclerosis and rheumatoid arthritis. The interventions used multiple modalities to 
reach participants including teleconferences, emails and small number of in person visits. Studies 
reported improvement in some primary outcomes (e.g. symptoms of post-traumatic stress, fatigue 
impact severity) although no effects on physical health were observed. The intervention that 
targeted patients with rheumatoid arthritis also found that gains in self-efficacy and quality of life 
were sustained at 9 months post intervention. 
There are many challenges with linking cultural competency interventions with 
improvement in health outcomes and reduction of health disparities. A common understanding of 
cultural competency is needed. Additionally, operationalization of cultural competence into 
testable components would advance current efforts. The AHRQ review described several cultural 
competence models but noted that most were developed for racial/ethnic interventions. (242) 
Most models had been developed to support provider training and is consistent with a focus on 
characteristics associated with particular cultural groups. Cultural competence does not map 
equally well with the needs of all groups. Traditionally, the concept has not been applied to 
disability populations although they share a common experience of stigma and discrimination 
with racial/ethnic and gender and sexual minorities. It required more framing to map disabilities 
interventions and cultural competence literature. (242) 
One of the fundamental issues relates to the conventional designs of studies. Studies to 
assess the effectiveness of interventions on reduction of health disparities must compare minority 
and majority populations. This has seldom occurred and most studies explored single groups. 
Among identified studies, some subgroups were underrepresented in the literature (e.g. American 
Natives/Indigenous peoples, transgender individuals and individuals with physical and sensory 
disabilities) hence gaps exist about whether some interventions would offer benefit among all 
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groups. Another important design-related issue pertains to the nature of the comparator.  The 
ideal design would evaluate a culturally tailored and non-tailored version of the intervention. 
Several prior studies (272,273) pertaining to areas of active research about the effectiveness of 
community health workers and patient navigation were excluded from the AHRQ review because 
they failed to compare culturally tailored and non-tailored versions of these interventions. 
Without isolation of the cultural competence component, it is not possible to assess its 
contribution. Until these issues are addressed the evidence base for the effectiveness of cultural 
competency interventions will not strengthened. 
Education. The relationship between level of education and health is complex.  Compared 
to people with higher levels of educational attainment, lower levels of education are associated 
with higher rates of mortality and disease. (274,275). There are multiple mechanisms through 
which education can affect health.  Health literacy is one such pathway. (276) Higher educational 
attainment may increase opportunities for health through better access to health promotion and 
protection resources and ability to navigate the health system as well as increased earnings from 
better paying jobs. (277)  Research has already established that an income gradient exists in 
health and also indirectly links educational attainment and health.  
The critical role of health literacy and opportunity for health care settings to mitigate the 
effects of low education through health literacy interventions is the narrowed focus of this 
section. Berkman et al. (247) reviewed the evidence for effectiveness of health literacy 
interventions on health outcomes. The review encountered several challenges because many 
studies did not disaggregate findings by literacy levels. Interventions were grouped according to 
whether they employed a single strategy or mixed strategies and results were organized by 
common outcomes assessed including comprehension, knowledge, adherence, self-efficacy and 
health care utilization. 
 Twenty one studies utilized single strategies including alternative readability and 
document redesign. (247) There was limited evidence for the effect of specific design features 
such as presenting essential information first, use of symbols and multimedia on comprehension 
among low literacy participants in one or few studies. One cluster randomized trial found no 
effect of physician notification of literacy status on patient self-efficacy or glycosylated 
hemoglobin. (247) 
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 A similar number (twenty one) of studies assessed mixed strategies across a wide range of 
participants with chronic diseases (e.g. asthma, congestive heart failure, diabetes). Intensive self-
management and adherence interventions reduced ED visits and hospitalizations among low 
literacy participants. (247) Mixed results were found with respect to knowledge, self-efficacy and 
quality of life. Only two studies examined costs and reported a non-significant trend towards 
reduced costs. 
 Studies in the review were generally not designed to address health disparities.(247) A 
major challenge related to assessment of literacy/numeracy among participants and stratification 
of results by literacy levels. This would have allowed for assessment of differential effects. Other 
methodological problems related to small sample sizes to allow for subgroup analyses and 
absence of an appropriate comparison group. Heterogeneity among interventions and participants 
also limits comparability. Use of mixed strategies also made it difficult to isolate the effective 
component of the intervention.(247) The evidence base needs to be strengthened with more 
rigorous high quality studies that address current limitations. 
 Housing security. Homelessness is associated with a greater burden of health problems 
including premature mortality and higher rates of comorbidities with mental ill health and 
substance abuse. (278) Despite the disproportionate burden, chronically homeless persons with 
dual diagnosis of mental illness and substance abuse are less likely to receive care. (279) Among 
homeless persons who access services, there are higher rates of emergency department visits, 
more frequent hospitalizations and lower uptake of preventive care compared to those with stable 
housing. (280)  Many barriers also reduce access to care among the homeless or vulnerably 
housed including lack of a permanent address to facilitate registration for health insurance, poor 
engagement skills and late presentation for care. (281–283) There are other challenges that 
homeless persons often encounter post discharge such as access to nutritious food, funding 
transportation costs, adherence to medications and attending follow up appointments. (281–283) 
Interaction of homeless persons with the health care system offers the opportunity to intervene 
and potentially to improve health outcomes. There is limited but growing evidence of the impact 
of clinical interventions to improve the health of homeless persons. The majority of studies are 
program evaluations that often focus on outputs achieved during the short term and employ non-
experimental study designs. 
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Three kinds of interventions have been commonly described in the literature: 1) hospital 
discharge planning, 2) integrated models of care and 3) outreach services. (248) The interventions 
may be seen as a continuum with early identification of homeless persons when they are admitted 
to hospital, needs assessment and preparation for safe discharge to appropriate levels of care. 
Outreach services may engage persons who are homeless in places where they frequent and 
provide information /services to increase activation or reduce access barriers to care.  
Discharge planning is critical for homeless persons. It offers an opportunity for 
engagement, motivation of behavior change and establishment of supports for housing and 
continuity of care to sustain recovery. Often this is accomplished by a team or through 
collaborative efforts to identify needs, preferences and available options. A recent scan identified 
ten discharge models for people experiencing homelessness. (249)  Most of the models were 
developed in the United Kingdom and reported cost savings as a result of safe discharge of 
homeless persons, decreased readmissions and mixed effects on length of hospital stay. 
Evaluations employed less rigorous designs with small sample sizes and often without a 
comparison group. 
The Pathway Model is an integrated health service based on a primary care team that 
provided in-reach to homeless persons during their admission. (250,284) The evaluation found no 
significant difference between intervention groups in length of stay or readmissions. (250) 
However, there was improvement in accommodation and quality of life among those who 
received enhanced care using the Pathway approach. The intervention was also cost effective 
using conservative estimates. There were challenges with recruitment and follow up of 
participants, however authors suggested that results were unlikely to have differed with a larger 
sample given similarities in outcomes assessed. It is also possible that given the severity of 
conditions on admission, change in the primary outcome was unlikely to occur. More 
intervention research is needed to increase evidence for effectiveness of integrated health care 
service models. 
Intermediate or medical respite care is an alternative to discharging homeless persons to 
unstable housing conditions. Respite care allows homeless persons recovering from acute 
medical illnesses to rest and is often combined with housing placement services and effective 
case management. These provisions allow persons with complex medical and psycho-social 
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needs to recover in a stable environment. A systematic review (251) of the effectiveness of 
medical respite programs found that participants had reduced hospital admissions, inpatient days, 
and readmissions. Housing outcomes also improved. There were mixed results for reductions in 
cost and emergency department use. There was marked heterogeneity among studies in quality, 
outcomes assessed and use of a comparison group. Gaps remain in the literature about impact of 
medical respite programs and more studies of cost effectiveness are needed. 
Outreach service models engage homeless persons to provide information or care in non-
traditional health settings. Within the literature, student led service learning models (285,286) are 
an important source of primary care for homeless persons however the available information is 
primarily descriptive and does not allow for assessment of patient health outcomes. Outreach to 
homeless persons by peer advocates can also be helpful for establishing relationships, giving 
advice and providing support to reduce barriers to access to care. One UK study that evaluated 
the benefits of peer advocacy found an effect on the pattern of health seeking behavior if it was 
provided on outreach visits prior to registration. (252) More evidence of peer advocacy 
interventions is needed to confirm its effectiveness in improving health outcomes. 
 Most of the interventions to address homelessness have been studied among subgroups 
with mental illness and or substance abuse and probably reflects the high prevalence of these 
comorbid conditions. The available evidence suggests that housing interventions improve 
housing stability and reduce health care utilization. (287,288)  Case management is often 
provided as a support for homeless persons who receive housing placement. Different case 
management models have been tested among different subpopulations with the least evidence 
found for intensive case management (ICM). (289)  In general, case management improved 
housing tenure although studies reported mixed results with regard to effects on psychiatric 
symptoms and substance abuse.  More research is needed on different subgroups of homeless 
persons across multiple settings that employ standardized measurement of health outcomes in 
order to more clearly establish health benefits. 
Food security. Food insecurity is defined as ‘limited or uncertain availability of 
nutritionally adequate and safe foods or limited or uncertain ability to access acceptable food in a 
socially acceptable way’. (290)  The relationship between food security and health is complex. 
Adverse effects of inadequate resources for food occur across the life cycle. In children, food 
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insecurity affects cognitive, academic and psychosocial development .(291–293) Among adults, 
food insecurity contributes to chronic disease occurrence and affects self-management of diet 
sensitive chronic diseases. (294,295) Food insecurity also had deleterious effects on mental 
health and likely has a bidirectional relationship with mental health problems. (296,297) The 
opportunity to screen for food insecurity in clinical settings is often underutilized despite 
advocacy from professional medical association and disease support organizations. (298) 
There is a paucity of research pertaining to clinical interventions to address food insecurity 
in health care settings. Validated tools exist including clinical adaptations of the longer 18 item 
USDA Household Food Security Scale (HFSS) that would support wider use. (70,71) A recent 
scoping review (299) confirmed the availability of several screening tools however none of the 
four interventions targeted at adults with chronic diseases assessed food insecurity as a study 
outcome.  Interventions identified included screening and referral to community resources and 
food pantries in health facilities. There is a significant overlap with evaluations of social 
determinants screening tools described in the previous section.   
One study assessed the implementation of screening for food security and referrals in three 
student-run clinics in California. (253) All participants completed the 6-item version of the 
USDA HFSS and were provided with information about food pantries in close proximity to their 
addresses. Assistance was also provided to navigate applications for food assistance programs 
such as Supplemental Nutrition Assistance Program (SNAP). Residents, faculty and medical 
students were supported to document information related to food security status and the plan for 
referral in the electronic health record. Screening was feasible with high rates of uptake (92.5%). 
There were also high rates of food insecurity among participants (74%). Patients with diabetes 
had a higher prevalence of food insecurity compared to those who did not. The number of 
patients who accessed referrals was documented. Although the study used a validated tool for 
screening, no health outcomes were assessed. There was no control group or adjustment for 
confounding factors. While the results are promising, more rigorous evaluation is required to 
demonstrate effectiveness. 
A multifaceted food security intervention for persons living with diabetes was carried out 
across multiple sites in three US states (Texas, Ohio and California).(254) Participants were 
recruited at food pantries and offered screening for diabetes (if the diagnosis was unknown) and 
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measurement of glycosylated hemoglobin among those who were known to be diabetic. Food 
security status was also assessed. Diabetes prepacked food boxes (that included fresh produce) 
were provided regularly to support participants with self-management of their disease. At 6 
month follow up assessment compared to baseline, participants improved glycemic control, 
intake of fruit and vegetables, self-efficacy and medication adherence. (254)  Satisfaction with 
food boxes was also high (88%). (254) Although authors adjusted for clustering and important 
confounding factors, the lack of a control group precluded assessment of effectiveness of the 
intervention.  It was also not possible to determine individual contributions of the various 
components to the improved outcomes. Testing of the intervention is needed with more rigorous 
designs. 
 Poverty. The relationship between poverty and poor health is well established in the 
literature. (300,301) In the past five years, screening for adult and child poverty in Canada has 
been widely advocated. (215,216) Screening for poverty presents an opportunity for ‘social 
prescribing’ by providers to link patients to the social safety net and income supports that are 
available. Two of the clinical interventions that have been studied include welfare advice services 
and medication access schemes. The evidence for impact on health outcomes will be discussed in 
the following sections.  
Welfare advice services. There is limited evidence to suggest that individual level poverty 
interventions in clinical settings can improve patients’ social circumstances. Several studies from 
the United Kingdom examining the financial, social and health outcomes of welfare advice 
services suggest that they improve uptake and result in financial gains for clients. (257,302) Few 
statistically significant health associations have been found but when present related to 
psychological aspects rather than physical health. (302,303) This might be related to 
methodological challenges such as small sample sizes, short duration of follow up and study 
designs. While the emphasis of measurement in studies was related to calculating income 
supplements received through welfare benefits, it was noted that resources provided also 
addressed other issues including housing, utilities and food security. (303) 
 A recent study has illuminated the complexities of linking welfare advice to improve 
health outcomes and developed a logic model that maps various elements in a causal         
pathway. (304) The authors suggest that further research should consider economic modelling of 
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financial outcomes in relation to intervention costs and further explore those associations as 
indicated by the model. 
Medication access schemes. The cost of medications can be a health care barrier with 
uninsured individuals being twice as likely to exhibit non adherence behaviors such as not filling 
prescriptions, cutting tablets and skipping doses due to costs. (305,306)  Poor access to affordable 
medications can result in difficulty with chronic disease management, increased utilization of 
emergency services and hospitalizations. (259,307) There are several ways that physicians can 
assist individuals who are not eligible for federal or provincial assistance with medication costs. 
Physicians may prescribe less expensive drugs, provide prescription samples or recommend over 
the counter substitutes where possible.  Manufacturer medication assistance programs may also 
help patients gain much needed access to affordable medications. This section explores the 
evidence for the impact of these strategies on patient health outcomes. 
Several studies (260–262) have examined the impact of medication assistance programs for 
financially vulnerable patients. Mixed results have been found with some studies showing 
improved glycemic control and lipid profile components. (260–262) Only one of the three studies 
found improvement in mean blood pressure but no change in triglycerides or glycosylated 
hemoglobin. (262) Two of the studies employed a single group before and after design while the 
other study compared outcomes for a group of patients who had enrolled in a pharmaceutical 
company assistance program with patients who had insurance for prescription coverage. 
Alternative explanations could not be excluded in these studies and future rigorous studies are 
required that accommodate longer duration of follow up in order to confirm benefits. 
A systematic review (263) examined the impact of pharmaceutical assistance programs 
(PAP) on improving medication access and health outcomes. Although the results also suggested 
a positive effect on clinical indicators, the authors urged cautious interpretation because of 
heterogeneity and low rigor of study designs. (263) It has also been noted that the independent 
effect of PAP may be difficult to isolate as programs are often delivered with other medication 
services such as counselling and reminders. More economic evaluations are also needed to 
compare benefits of PAP with other cost minimization programs. 
Summary. While the extant literature is replete with examples of interventions to address 
single social determinants in subgroups of individuals who present for health care services, a 
systematic approach to screening and mitigation has often not been applied. Social determinants 
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often cluster due to the underlying pathways and create multiple social identities. This adds 
complexity but also solidifies the rationale for a comprehensive approach to screening and 
intervention.  
Improvements in population health have been framed as reduction in health disparities. 
However, most studies have not employed designs that would successfully address effectiveness 
of interventions targeted at health disparities. This is a cross cutting issue across determinants 
that needs to be remediated if it remains a health system priority.  
A common language to describe interventions and components would be helpful to 
translate the literature across health disparities. A good example relates to cultural competency 
interventions. Multiple models and different ways of operationalizing concepts makes it difficult 
to understand the most effective components. 
Although the rigor of intervention studies has improved, weak methodological designs are 
not uncommon, with inconsistent use of comparison groups and adjustment for confounding 
factors. Adequate sample sizes to detect meaningful change across multiple health outcomes are 
needed. More studies that assess long term effects are also needed as longer periods of 
observation may be necessary to demonstrate benefits. 
Most of the studies were conducted among adults in the United States or Europe with little 
experience from Canada.  Given the difference in health systems, participant characteristics and 
contexts, it is difficult to determine the extent to which many are applicable to the local settings. 
More local research is needed to identify health disparities and effectiveness of appropriate 
interventions.
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Table F-1: Descriptive statistics for survey responses at drop-in and booked clinics 
 
Sociodemographic 
Question 
Response options Drop-in 
N (%) 
Missing Booked 
N (%) 
Missing 
Gender Female 
Male 
Prefer not to answer 
Do not know 
93 (73%) 
30 (23.6%) 
  3 (2.4%) 
  0 
1 (<1%) 105 (81.4%) 
  23 (16.3%) 
    2 (1.6%) 
    0 
1 (<1%) 
Born in Canada Yes 
No 
Prefer not to answer 
Do not know 
69 (54.3%) 
53 (41.7%) 
  0 
  1 (<1%) 
4 (3.1%) 82 (60.3%) 
46 (33.8%) 
  1 (<1%) 
  0 
7 (5.1%) 
Year of entry in 
Canada 
Before 2010 
2010 – 2015 (newcomer) 
22(40.7%) 
25 (46.3%) 
7 (13%) 12† (26.1%) 
24† (52.2%) 
10 (21.7%) 
Use of interpreter 
 
Yes 
No 
Prefer not to answer 
Do not know 
27 (21.3%) 
86 (67.7%) 
* 
* 
14 (11%) 15 (11%) 
83 (61%) 
  4 (3.1%) 
18 (14%) 
9 (7%) 
Indigenous 
ancestry 
Yes 
No 
Prefer not to answer 
Do not know 
26 (20.5%) 
93 (73.2%) 
 0 
 2 (1.6%) 
6 (4.7%)   11 (8.1%) 
116 (85.3%) 
    1 (<1%) 
    1 (<1%) 
0 
First Nations 
Métis 
Non-status Indian 
Aboriginal outside 
Canada 
16 (61.5%) 
  6 (23%) 
  1 (3.8%) 
  2 (7.7%) 
1 (<1%) 7 (58.3%) 
4 (33.3%) 
1 (<1%) 
0 
0 
Race/ethnicity 
 
White North American 
White European 
Black North American 
Black African 
Latin American 
Middle Eastern 
South Asian 
South East Asian 
East Asian 
Other 
Mixed heritage 
Prefer not to answer 
Do not know 
51 (40.2%) 
 5 (3.9%) 
 2 (1.6%) 
 4 (3.1%) 
 1 (<1%) 
 0 
20 (15.7%) 
15 (11.8%) 
 5 (3.9%) 
12 (9.4%) 
 0 
 8 (6.3%) 
 1 (<1%) 
3 (2.4%) 57 (41.9%) 
 11 (8.1%) 
   1 (<1%) 
   3 (2.2%) 
   2 (1.5) 
   1 (<1%) 
   8 (5.9%) 
 19 (14%) 
   3 (2.2%) 
   1 (<1%) 
   2 (1.5%) 
   0 
   1 (<1%) 
8 (6.2%) 
Housing 
 
Own home 
Renting 
Staying with friends/fam 
Supportive housing 
Prefer not to answer 
Do not know 
67 (52.7%) 
51 (40.2%) 
  6 (4.7%) 
  1 (<1%) 
  1 (<1%) 
  0 
1 (<1%) 85 (65.9%) 
33 (25.6%) 
   6 (4.7%) 
   2 (1.6%) 
   2 (1.6%) 
   0 
1 (<1%) 
*Options were not available on the questionnaire †Intervals were different 
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Table F-2: Summary of participant responses at Sexual Health Centre 
Question Response options N (%) Missing (N/%) 
Language 
proficiency 
Very well 
Well 
99 (95.2%) 
  5 (4.8%) 
0 
Preferred language English 
Spanish 
Cree 
101 (97.1%) 
    2 (1.9%) 
    1 (1.0%)        
0 
Need for interpreter No 104 (100%) 0 
Born in Canada Yes 
No 
  88 (84.6%) 
  16 (15.4%) 
0 
Year of arrival >5 years ago 
≤ 5 years ago 
    7 (43.8%) 
    7 (43.8%) 
2 (12.5%) 
Immigration status Canadian citizen 
Permanent resident 
Work permit 
Study permit 
Visitor 
Prefer not to answer 
Do not know 
  94 (90.4%) 
    5 (4.8%) 
    2 (1.9%) 
    1 (1.0%) 
    2 (1.9%) 
    0 
    0 
0 
Indigenous identity Yes 
No 
Prefer not to answer 
Do not know 
 21 (20.2%) 
 78 (75%) 
   1 (1.0%) 
   0 
4 (3.8%) 
First Nations 
Métis 
Prefer not to answer 
17 (80.9%) 
  3 (14.3%) 
  0 
1 (4.8%) 
Race/ethnicity White North American 
White European 
Black African 
Latin American 
Asian-East 
Asian-South 
Asian-South East 
Mixed 
Other  
Prefer not answer 
Do not know 
 58 (55.8%) 
   2 (1.9%) 
   4 (3.8%) 
   1 (1.0%) 
   2 (1.9%) 
   1 (1.0%) 
   3 (2.9%) 
   1 (1.0%) 
   4 (3.8%) 
   2 (1.9%) 
   0 
5 (4.8%) 
Disability  Yes 
No 
Prefer not to answer 
Do not know 
18 (17.3%) 
79 (76%) 
  1 (1.0%) 
  1 (1.0%) 
 5 (4.8%) 
Chronic illness 
Chronic pain 
Epilepsy 
ADHD 
Intellectual Impairment 
Mental Illness 
Physical impairment 
Other 
  3 
  1 
  1 
  1 
  1 
  8 
  2 
  1 
0 
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Question Response options N (%) Missing (%) 
Gender Female 
Male 
80 (76.9%) 
24 (23.1%) 
0 
Intersex condition Yes 
No 
Prefer not to answer 
Do not know 
 0 
97 (93.3%) 
  3 (2.9%) 
  1 (1.0%) 
3 (2.9%) 
Preferred pronoun She 
He 
They 
Prefer not to answer 
Do not know 
71 (68.3%) 
22 (21.2%) 
  1 (1.0%) 
  2 (1.9%) 
  4 (3.8%) 
4 (3.8%) 
Sexual orientation Gay 
Heterosexual 
Bisexual 
Pansexual 
Lesbian 
Two spirit 
Questioning 
Queer 
Prefer not to answer 
Do not know 
  6 (5.8%) 
67 (64.4%) 
12 (11.5%) 
  4 (3.8%) 
  1 (1.0%) 
  1 (1.0%) 
  1 (1.0%) 
  1 (1.0%) 
  4 (3.8%) 
  1 (1.0%) 
 6 (5.8%) 
Highest level of 
education 
Less than high school 
High School Diploma 
Some post-secondary  
PS completion 
Trade certificate/ 
diploma 
Graduate or 
professional degree 
Prefer not answer 
Do not know 
  8 (7.7%) 
20 (19.2%) 
24 (23.1) 
27 (25.9%) 
  5 (4.8%)  
 
18 (17.3%) 
   
0 
0 
 2 (1.9%) 
Housing situation Homeowner 
Renting 
Staying with 
friends/family 
Prefer not to answer 
Do not know 
 12 (11.5%) 
 63 (60.5%) 
 21 (20.2%) 
  
 0 
 0 
8 (7.7%) 
Food security 
(worry that food 
would run out) 
Sometimes  
Rarely 
Never 
Prefer not to answer 
Do not know 
  8 (7.7%) 
14 (13.5%) 
72 (69.2%) 
  1 (1.0%) 
  0 
 9 (8.7%) 
Food security (ran 
out of food) 
Sometimes 
Rarely 
Never 
 2 (1.9%) 
 7 (6.7%) 
86 (82.7%) 
 
 
 
 
9 (8.7%) 
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Question Response options N (%) Missing (%) 
Annual household 
income 
Less than 20K 
20K – less than 30K 
30K – less than 40K 
40K – less than 50K 
50K – less than 60K 
60K – less than 70K 
70K – less than 80K 
80K – less than 90K 
90K –less than 100K 
100K or more 
Prefer not to answer 
Do not know 
21 (20.5%) 
 2 (1.9%) 
 9 (8.7%) 
 9 (8.7%) 
 8 (7.7%) 
 4 (3.8%) 
 6 (5.8%) 
 1 (1.0%) 
 2 (1.9%) 
 8 (7.7%) 
 9 (8.7%) 
13 (12.5%) 
 12 (11.5%) 
Monthly family 
income 
$800 
$3500 
Prefer not to answer 
Do not know 
  1 (7.7%) 
  1 (7.7%) 
  1 (7.7%) 
  1 (7.7%) 
9 (69.2%) 
Number of people 
supported by 
income 
1 
2 
3 
4 
5 
Prefer not to answer 
Do not know 
41 (39.4%) 
10 (9.6%) 
  9 (8.7%) 
  7 (6.7%) 
  1 (1.0%) 
  6 (5.8%) 
  6 (5.8%) 
24 (23.1%) 
No of persons with 
low income based on 
LICO cut offs 
Low income 
Other 
 
23 (22.1%) 
38 (36.5%) 
43 (41.3%) 
 
 
 
 
Table F-3: Results of multivariable logistic regression model for ‘identity =yes’, sex and age 
showing odd ratios, 95% confidence intervals and p values 
 
Model OR 95% Confidence 
Intervals 
P value 
Lower Upper 
Sex 
Male 
Female 
 
1.000 (reference) 
1.03 
 
 
0.95 
 
 
1.11 
0.49 
Age 
18 -34 years 
35 – 64 years 
≥65 years 
 
6.1 
3.3 
1.000 (reference) 
 
5.39 
2.92 
 
 
6.84 
3.66 
 
 
<0.001 
<0.001 
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